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The Critical Role
of Parents

here are 64 million children in this country. When I was appointed to be
Surgeon General. I vowed to speak for all of them-—whether rich or poor.
healthy or sick. whatever their race or ethnic background. To this end,
nearly 2 years ago, I established the Healthy Children Ready to Learn Initiative.
This Initiative, which focuses on the health aspects of school readiness, was born
out of the President's first National Education Goal, that "By the vear 2000, all
children in America will start school ready to learn.”

As part of this Initiative. the Conference on Healthy Children Ready to
Learn: The Critical Role of Parents was held here in Washington, DC, in February
1992. More than 700 people attended—health professionals and administrators.
teachers. Government officials. and others involved in the health and well-being
of our Nation's voung people—but our guests of honor for this Conference were
the approximately 225 parents who attended from each of the 30 States, the
District of Columbia, and the U.S. Territories.

Over the course of those 3 days, our time was spentlistening to and learning
from one another. We learned what worked; we were told what didn’t. The
Conference was unique in that the parents spoke from their hearts. They raised
acollective voice that said. in effect. “As parents. we must stand up for our children
and our families and see that our needs are met. We must do so with dignity. and
we must demand respect when others try to rob us of our dignity.” Parents who
never knew that they could speak for others eloquently articulated the needs of
children and families. Although these parents came to our Conference fromall
parts of the country and from all walks of life. they came with the same mission:
to improve the lives of the children and the families of this country.

This proceedings document is dedicated to those parents who attended our
Conference. We are proud of them and inspired by them. Itis our sincere hope
that what we learned in those 3 days is reflected honestly in these pages. This
document will serve as a “guide " for the restof usand asan inspiration to do what
was asked. As [ stated at the close of our Conference, “This Conference may be
ending, but what we have accomplished is the beginning of a wav of acting and

thinking with families in mind.”
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We must care for our children. That responsibility does not belong to only
one individual or entity or Government agencv. What we learned at this
Conferenceisthatwe are all responsible for all of the children. We must become
advocates for one another and share our strengths. When President Bush
outlined hissix National Education Goals. he envisioned an America where our
children can compete on an international level. He knew that the children of
today are the explorers. the writers, the teachers. and the inventors of tomorrow.

If we invest in their future today. we can ensure their growth and advancement
for tomorrow.

As Surgeon General, I will speak for vou. the
tamilies of America. My voice and my office are at
vour service. I thank vou from the bottom of my
heart for vour thoughts. vour energies. and vour
heartfelt spirit.

Antonia C. Novello, M.D., M.P.H.
Surgeon General

-~
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Executive Summary

introduction

“EAL‘H‘Y GH'Ld'EN n February 9-12, 1992, in Washington, DC, Surgeon General Antonia

Novello hosted the “Healthy Children Ready to Learn: The Critical

Role of Parents” Conference, sponsored jointly by the National Gover-

nors’ Associaticn, the Department of Health and Human Services, the Depart-
ment of Education, and the Department of Agriculture. The 3-day Conference
was part of the Surgeon General’s Healthy Children Ready to Learn Initative,
developed in support of the first of six National Education Goals established by
President George Bush and our Nation’s Governors in February 1990. This goal
states, “Bv the year 2000, all children in America will start school ready to learn.”
At the Conference, approximately 225 parents, representing the 50 States,

the District of Columbia, and the U.S. Territories, joined with more than 500
government officials and representatives from public and private health, educa-
tion, and social service agencies to search for new ways to advance the health and
education of America’s children. The parents were selected by their States and

Territories to represent their area’s economic, social, and cultural diversity.
Parents from diverse backgrounds and other participants directed their efforts
toward these challenging goals:

* To identify the strengths of parents and families in their roles in preparing
children to be healthy and ready to learn.

% Tovoice parentand family needs to the health, education, and social service
professionals responsible for programs that address the goal of preparing
children to be healthy and ready to learn.

* To highlight Federal, State, and community-based programs that etfectively
address these needs.

* To identify cross-cutting public/private/voluntary strategies that build a
parent-and-family/}. fessional partnership within the scope of existing
programs.

“By the year 2000, all childrer in
America will start school ready to
learn.”

Q
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. : -~ Conference Structure

uring the Conference, the State Parent Del-

egates attended Parent Work Groups to dis-

cuss three phases of involvement in health,
education, and social service systems (the patchwork of
health, education, and social service programs and
activities throughout our Nation): awareness of and
entry into the systems, participation in the systems. and
transition as families move through the systems. The
delegates were grouped into Parent Work Groups by
regions, and special Work Groups were established for
Native Americans and Migrant families to ensure that
their issues were not lost. (The Native Americans and
Migrant families were also represented in the Regional
Work Groups.)

Atthe close of the Conference, three representa-
tives from the Parent Work Groups (one for each stage
discussed, i.e., awareness and entry, participation, and
transition) reported their findings to the Conference
at large. The issues they raised were addressed by a
panel of Government officials, directors of Federal
programs that administer key health, education, and
social service programs.

As the State Parent Delegate Work Groups were
meeting, other participants attended presentations by
panels of professionals and parent advocates involved
with health, education, and social service systems. The
focusofthese presentations was on how to make programs
fit families, instead of making families fit the programs.
The following topics were covered in the panel presenta-
tons: (1) Early Childhood Issues That Affect School
Readiness and Health; (2) Helping Families Get Services:
Some New Approaches: (3) Healthy Children Ready to
Learn: What Are the Roles of Parents, Educators, Health
Professionals. and the Community? (4) Special Issues
That Impact Children and Families: Substance Abuse,
Human Immunodeficiency Virus (HIV), and Violence:
(5) Disabilities; (6) Exploring Comprehensive Health
and Education Models for Young Children; (7) Children
with Special Heaith Care Needs: Lessons Learned; (8)

Executive .
Summary

Parenting: The Critical Role; (9) Childcare: Two Perspec-
tives; and (10) Healthy Start. Head Start, Even Start, and
the Supplemental Food Program for Women, Infants,
and Children (WIC): Integrating Health. Education, and
Social Service Programs.

Over the course of the 3 days, President George
Bush and members of his Cabinet expressed their com-
mitment to the Surgeon General’'s Healthy Children
Ready to Learn Initiative by addressing the Conference
participants. President Bush, Secretary of Health and
Human Services Louis Sullivan, Secretary of Agriculture
Edward Madigan, and Secretary of Education Lamar
Alexander each described the efforts of the Administra-
tion in meeting the first National Education Goal.

The Conference also provided 28 workshops cov-
ering a variety of health, education, and social topics
from which the participants could choose. During the
breaks, a special exhibition containing information
about Federal, State, and community programs con-
cerned with the health, education, and well-being of
children was open to Conference participants. Also
during the breaks and before the opening session, the
Conference featured entertainment provided primarily
by local children’s groups.

Charge to the Participants , ’

s Surgeon General, Dr. Novello is responsible for
the health of our Nation’s people, and as a
pediatrician, she ismost passionately concerned
about herresponsibility to our Nation's children. There-
fore, Dr. Novello has made the health of our Nation's
children the cornerstone of her agenda. In her Charge
to the Conference, Dr. Novello stated that the first
National Education Goal holds special importance for
her. “Health and education go hand in hand; one
cannot exist without the other,” she said. “To believe
any differently is to hamper progress.” She cited the
three specific objectives in the comprehensive goals
statement for the first National Education Goal:

i 3 Report of the Surgeon General's Conference 3




* All disadvantaged and disabled children will have
access to high-qualitvand developmentallyappro-
priate preschool programs that help children pre-
pare for school.

% Every parent in this country will be their child’s
first teacher and devote time each day helping his
orherpreschool child learn; that parentswill have

access to the training and support they need.

% Children will receive the nutrition and health
care needed to arrive atschool with heaithy minds
and bodies, and the number of low-birth weight
babies will be significantly reduced through en-
hanced prenatal health systems.

Dr. Novello spoke about some of the barriers that
our country faces in developing healthy children ready
to learn: failure to immunize against childhood dis-
eases, Acquired Immunodeficiency Syndrome (AIDS),
childhood injuries, and violence. She stated that, al-
though the statistics are staggering, she is hopeful that
we can mdke adifference. She announced her commit-
ment to the arduous task and challenged the Confer-
ence participants: “I see our task as improving the
health and welfare of our Nation's children in every way
we can.” She urged the participants to work together,
to teach and tolearn from one another. “When itcomes
to health and education,” she said, “we need total
intuitive conviction to remove every barrier and reach
every child.” She urged the parents and professionals
present to help make the Conference “a blueprint for
bonding education and health—an essential task, if our

children are to succeed.”

Parent Work Groups

Q

n their discussions of the stages of involvement with

health, educaticen, and social service systems (aware-

ness and entry, participation. and transition), the
parents examined three main questions related to the
different stages:

,E MC 4 Parents Speak Out for America’s Children
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* What is my role as a parent?

% What are the barriers and issues of concern?

% What are some solutions and existing model pro-

grams incorporating those solutions?

Several issues and themes recurred in the parents’
discussions, forming a kind of national consensus on
the issues among the parents. The conclusions from
this national consensus follow.

Awareness of and Entry into Health,
Education, and Social Service Systems

Roles and Responsibilities of Parents

First parents must identify their children’s needs.
Then, they must find the programs offering services
that meet those needs. They should consider them-
selves full partners with the professionals in making
decisions for their children. Parents shouid be advo-
cates and should network with other parents to share
information and moral support.

Barriers to Awareness and Entry

Information about the full range of programs available
to families is not readily accessible. In addition, the
bureaucracy devoted to administering most programsis
daunting to most parents. The paperwork is over-
whelming, both in volume and in language. Eligibility
criteria are inflexible. Social service workers, who often
suffer from employee burnout or are culturally insensi-
tive, can be patronizing and intimidating. Inflexible
office hours and difficulties with transpo.tation add to
the problem. The systems seem to suffer from a lack of
accountability. Parentsfeel frustrated and do not know

where to turn for help.

Solutions

An easy-to-read, universal application form for all ser-
vices was a major proposal, along with consistent, flex-
ible eligibility criteria. Agenciesshould operate during
hours that are more convenient to working parents.

Programs should be instituted in elementary schools to

-
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developsocial competencyand effective parenting skills.
Funds should be made available for support groups.
Parents need a way to talk back to the systems. A
campaign should be conducted to increase pubiic aware-
ness of the importance of healthy children.

Participation in Health, Education,
and Social Service Systems

Roles and Responsibilities of Parents

The parents’ primary role is to nurture their children.
They should also serve as role models not only to their
children but also to other families who need service,
and they should enlist those families into programs.
Parents need to be fully involved partners with the
service providers—in making care decisions, communi-

cating cultural sensitivities, and evaluating services.

Barriers to Participation

The same difficulties exist here as with gaining access
to the svstem: paperwork, inflexible hours, transporta-
tion problems, and gaps in service. These problems
seem to stem principally from a lack of coordination
among programs and the absence of a family-centered

Executive
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philosophy. Again, the parents saw a need for family
support groups and funding to organize them.
Solutions

First, training in parent skills should begin eariy. Imn-
proved communications among agencies would solve
many problems. “One-stop shopping” (i.e., receiving a
multitude of services at a convenient location) with
flexible hours and simplified paperwork would go a
long way toward easing parents’ burdens. Adirectory of
services also would be helpful. Consistent funding for -
programs and parent involvement on the boards over-
seeing programs would help provide quality service. A
“national psychology” that supports families should be
encouraged; i.e., our society must be encouraged to
value the family and support the efforts of parents in
raising their children, particularly for families who
need help. To that end, people should vote for candi-
dates who espouse that view and who will work to
further it when elected.

Transitions Through Health, Education,
and Social Service Systems

Roles and Responsibilities of Parents

Parents need to be active participants in transitions from
program to program because they are the best evaluators
of their children’sneeds. They must be prepared for and
remain involved in the transirion process and, in turn,
prepare their children. Again, they should be advocates
for the child to ensure that the child is truly getting what
he or she needs. Other importantaspects of the parents’
role are loving their children and helping develop self-
esteemfor themselves and for their children. Forsmoother
transitions, parents mustalso be good recordkeepersand
request written reports.

Barriers to Smooth Transitions

A lack of comn.unication among agencies regarding
available services complicates the transition process for
families. Reports thatare notwritten in the language of

the parents make transitions confusing. Culturally
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insensitive service workers isolate parents. Unstable
funding makes it difficult to predict the availability of a

particular program when a transition occurs.

Solutions

Improved co:nmunications was one of the most often-
cited needs, along with information clearinghouses,
hotlines, service directories, support groups, and com-
munity outreach. Service providers should receive
sensitivity training. Once again, the parents cited the
need fora streamlined system for handling paperwork,

one-stop shopping, and sensible i: »urs.

Characteristics of Programs
Parents Grade A+

Parents said that programs must have the following
characteristics: be child centered and family friendly,
be easilyaccessible, have broad eligibility standards, be
antidiscriminatory and multilingual, be well-promoted.
provide individualized service, be staffed sufficiently,
and be open at convenient hours. Inaddition to having
these characteristics, programs must coordinate with
one another to facilitate entry and participation in the
svstems and to avoid duplication or gaps in services.
Above all, programs should empower families as they
serve them. The parents strongly recommended pro-
grams that involve parents directly asa way to empower
them. Furthermore, they stressed that programs shouid
involve the parents in making the decisions that affect
their children. decisions ranging from policies to staff-
ing and budgets.

Parent Presentations

n the final day of the conference, three repre-
sentatives from the Parent Work Groups sum-
marized their conclusions. One representa-
tive focused on the discussions of awareness of and =ntry
into health, education, and social service systems, an-

other on participation. and the third on transitions.

6 Parents Speak Out for Ainerica’s Children

Awareness of and Entry into Health,
Education, and Social Service Systems

Sherlita Reeves

Parent Delegate from Arkansas

In summarizing the reports from the groups on aware-
ness and entry, Ms. Reeves said that the parents’ roles
and responsibilities should include becoming informed
about their own child’s needs, acting as an advocate for
the child, meeting their own needs so that they car: be
equal partners with service providers and profession-
als, and networking with other parents.

The issues of concern were too much paperwork,
difficultv in getting into the system, imaterials not writ-
ten in parents’ language, and providers who do not
understand the culture of those that they serve. Inflex-
ible hours of operation, lack of transportation, and
environmental barriers for physically impaired peopie
were noted as barriers. Asigaificantproblemisthe lack
of accountability in the systems.

Solutions to these problems focused on establish-
ing school-based programs that develop social compe-
tencies, building support networks within th:e commu-
nity, producing directories of resources with toll-free
numbers, designing one-stop shopping for all man-

-dated programs, creating a universal application form,

and giving parents a way to talk back to the system.

Participation in Health, Educatior.
and Social Service Systems

Ellie Valdez-Honeyman

Parent Delegate from Colorado

Ms. Valdez-Honeyman stated that parents need to pro-
vide for the needs of their children. Food, clothing, safety,
health care, and quality time are essential, but parents
also need to instill a spirituality that encourages values.
morals, and respect for themselves and for others.

As families begin to participate in the systems, just as
when theyare entering the systems, parentsneed to continue
to be advocates—for their own children, for other families,
and for components of the systems that work for them. They

should be involved in their communities.
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Ms. Valdez-Honeyman related other areas of con -
cern identified by the parents. They felt thata stigma is
attached to receiving services, the stigma of being poor.
Eligibility criteria can also be a problem because they
are not flexible enough to include all who have need.
Also, language not natie to the parents and system
jargon make dealing with the systems confusing. Trans-
portation is an issue in rural areas where services are
limited and parer.ts must travel long distances. Pro-
grams often do not have convenient locations or hours
for obtaining services.

The solutions identified by the parents fell into
two categories: local initiatives that deal with local
service d: "very,and Federal initiatives thatreach across
all levels to create a standard in which service systems
welcome and embrace families. The principles would
then be embodied in the design, delivery, and evalua-

tion of services.

Transitions Through Health, Education,
and Social Service Systems

Larry Bell

Parent Delegate from Delaware

Mr. Bell provided alaundrylist of issues that the parents
had discussed regarding transition. First, parents need
to participate in the transition process so that they can

help prepare their children for the transition. Theycan

Executive §7/8¥—"-=
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be better prepared for the transitions themselves if a
resource manual or some form of information about
new locations or programs, including contact names.
were available to them before the transitions occur.

The parents acknowledged their responsibility to
maintain copies of their children’s records to ensure
that they are not lost during transitions. The parents
also have asignificant responsibilityin ensuring that the
roles of parents and professionals in the transition
process are clarified and that the family is treated with
respect. Programs and staff must be culturally sensitive
and relevant, and they must help develop self-esteem
not only for the children butalso for their parents, who
then can be good role models. Parents should not be
afraid to confront the systems if necessary to ease the
transition process.

The parents stressed that, to ease transitions.
parental involvement in programs should be consis-
tent. Furthermore, parental involvement should in-
clude program design and policy-making decisions.

Mr. Bell also presented concerns that were raised
by the other representatives. The parents cited the
need for improved communication among the various
systems that serve them in the transition process. Im-
proved communication would help avoid duplication
of services and promote continuity of service as transi-
tions occur. They recommended an interstate com-
puter network to ease the application process as fami-
lies move from State to State. They urged that school
credits be accepted more readily from State to State.
They repeated the plea for one-stop shopping, less
paperwork, flexibilitv of service, and help with transpor-
tation problems. They also promoted the use of school
social workers who could act as advocates for parents
and children in the transition process.

Finally, Mr. Bell presented the parents’ recom-
mendation for legislative action to help improve the
transition process an+ urged the parents to elect offi-
cials who are family advocates. He summarized his
remarks by reminding the participants of the three C's
of successful transitions: consistency, continuity, and

coordination of services.
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. ‘ Régbonder Panel -

James O. Mason, M.D.

Assistant Secretary for Health

U.S. Department of Health and Human Services

Assistant Secretary Mason, head of the U.S. Public
Health Service, answered the parents’ challenge for
action by the officials by promising to meet with the
State and territorial health departments and their com-
missioners to discussthe issues raised by the parents. He
reinforced the parents’ contention that leadership must
come from all levels.

Dr. Mason stated that he agreed with 98 percent of
what the parents said and his agency is working toward
creating a user friendly system of health care. Asan
exaraple he offered a new Model Application Form,
whichis asimplified, unified, uniform application avail-
able for use in the States. He stated that both the
Federal Government and the parents want the same
features in the systems, but that each must work from
opposite ends to achieve them at the middle levels
where the programs are implemented.

He also outlined Healthy People 2000, a national
program with 300 measurable health goals for the year
2000: 170 of these goals relate to mothers, infants.
children, and adolescents. He closed by expressing the
willingness to work together as partners.

John T. MacDonald, Ph.D.

Assistant Secretary for Elementary and Secondary Education
U.S. Department of Education

Assistant Secretary MacDonald said that schools need to
return to things that parents and children need. He
shared a vision of schools as the hub of one-stop shopping,
where education is the central mission but where children
and families can use other family services as well. This
facility would operate from early in the morning until late
at night, including weekends and during summer and
holidays. It would virtually never close. He also said we
need a massive urban intervention program using Federal
resources in conjunction with State and local resources to
provide for communities.

8 Parents Speak Out for America’s Children

Assistant Secretarv MacDonald explained that
many current programs can help one another. He cited
Even Start as an example. A program for children 0
through 7 vears old that provides not only parenting
and childcare butalsojob training and placement, Even
Start can be used to buy or expand Head Start services
or to create its own services. He emphasized that
Federal agencies are working to integrate their services,
and they will continue to do so with the support of
America’s families in persuading Congress to make
needed changes.

Catherine Bertini
Assistant Secretary for Food and Consumer Services

U.S. Department of Agriculture
The Department of Agriculture spends more than half
of its budget on food assistance programs for the poor
and children. Ms. Bertini explained how the Depart-
ment currently is working with directors around the
country to promote joini services for immunization and
WIC. She also described direct certification of school
lunch and breakfast programs through a computer
marriage of the school lists with files from tie Aid to
Families with Dependent Children (AFDC) programin
an effort to simplify eligibility factors and expand ac-
cess. The two-signature policy for Food Stamps has
heen eliminated and the agency has launched a pilot
program called Electronic Benefit Transfer (EBT) us-
ing bank cards for the food stamp program.

In closing, Ms. Bertini discussed the importance
of school breakfast for children coming to school ready

selthy Chilarin “Heady o Team ™




to learn. Halif of the schools that have school lunch
programs also have breakfast, but through expanded
access the schools can feed more kids. She urged
parents to work with and support the regional agencies
that provide services and to help persuade Congress to
support proposals for change in the systems.

Wade Horn, Ph.D.

Commissioner

Administration for Children, Youth and Families

U.S. Department of Health and Human Services

Dr. Horn admitted that Head Start works because it is
built upon parental involvement and community sup-
port. Head Start also integrates health services and
social services and is one of the largesi delivery systems
of health services to poor children in our country.
. However, Head Start still has much work to do. Itis
undertaking three new challenges: administering more
money to serve more kids; increasing services to adults
with children in Head Sta:r, particularly adult literacy
and substance abuse; and providing job training for
Head Start parents.

Dr. Horn also warned that Head Start is not an
inoculation against evervthing that can possibly go
wrong in a child’s community. We mustdo abetter job
of creating agood environment for children when they
leave Head Start. To that end, he has been working
with Assistant Secretarv MacDonald to establish better
connections between Head Start and our Nation's
puttic schools.

Christine Nye

Director

Medicaid Burenu

Health Care Financing Administration

Ms. Nve described the massive effort that Medicaid makes
to serve our people: it spends more than $100 billion for
services to 30 million Americans, 17 million of whom are
children. She continued that, although Medicaid is
expanding servicesand eligibilitv. it still fallsshortin many
areas. However, she cited some bright spots: expansion
of eligibility for children to the maximum in as many as 20

States and increased flexibility in providing waivers to
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keep children with special health care needs at home
rather than in institutions. One expanded program for
children is the early Periodic Screening, Diagnostic and
Treatment Program, the greatest child health reform
since the enactment of Medicaid.

Ms. Nve also described efforts to make access to
Medicaid easier: streamlining application forms, increas-
ing payments to community health centers, and working
to overcome barriers between physicians and Medicaid.
She expressed her commitment to continuing these ef-
forts, but cautioned the participants that Medicaid is
administered by the States and that the parents should
work with the State Medicaid staff and inform them of the
findings of the Conference. In closing, she thanked the
parents for rejuvenating her own commitment to imple-

menting changes in the program.

Lou Enoff

Principal Deputy Administrator

Social Security Administration

Although m.ost people think of Social Security as a
retirement program, Mr. Enoff informed the partici-
pants that it pays more than $1 billion to mcre than 3
miilion children underits programs everymonth. These
children either have disabilities or they are the off-
spring of retired or disabled workers or deceased par-
ents. Sccial Security has expanded access with a nation-
wide 800 number that operates 12 hours a day with
bilingual help if the client needs it. Inaddition, Supple-
mental Security Income (SSI) hasan outreach program
to find those people who are eligible. Social Security
has begun integrating serviceswhere possible with other
agencies. Also, Social Security has published standards
of service for its offices, which will be modified as goals
in providing services are met. For instance, Social
Security cards are now issued within 10 days after the
application is filed: the same process formerly took up
to 4 weeks.

Mr. Enoff urged the parents to call if they have a
problem with or concern about Social Security. He
reminded them of the 800 numberand added that, if they
received no satisfaction from the service providers on the
toll-free line, they could call him directly at 410-965-9000.
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George H. Bush

President of the Uniied States

The President said that, in his administration, families
come first. Pointing to the critical role of parents, he
said that, as a child’s first teachers, they offer the love
and nourishment that no government program can
ever hope to prowvide.

Citing programs that promote the health and
education of voung children, President Bush stated
that.since 1988, Federal doliars for immunization have
more than tripled. In the last 3 years, funding for Head
Start has almost doubled; this vear’s proposed increase
of $600 million is the largest single increase in the
program's histery.

President Bush also outlined the provisions of his
health care reform plan: providinga$?,750 tax credit for low-
income families and an equal tax deduction for middle-
income families; cutting costs to make health care more
efficient; and cutting waste and abuse. The President cailed
it a common-sense reform that will maintain high-quality
care, cut costs, ensure maximum freedom of choice, and give
every family access to health care.

Louis W. Sullivan, M.D.

Secretary of Henlth and Human Services

Secretary Sullivan said we must invest in children. To
support that investment, the President’s 1993 budget
proposes to increase funding for programs serving
children to $100 billion. Infant mortality is a national
priority, and an expansion of the Healthy Start initia-
tive will concentrate $143 million on 15 communities
with stubbornly high infant mortality rates.

We must also focus on prevention. The President
has requested $52 million for immunization activities
and $40 million for Centers for Disease Control (CDC)
Lead Poisoning Prevention Grants to support 30 state-
wide programs.

Finally, we mustempower parents. The President’s
$600 million increase in funding for Head Start will
<erve an estimated 157,000 additional children in 1993

10 Parents Speak Out for America’s Children

and will involve their parents. In addition, the tax
provisions of the President’s health care reform pro-
posal will help more than 90 million Americansand will

cover 95 percent of the uninsured.

Edward Madigan
Secretary of Agriculture
Secretary Madigan outlined the many Department of
Agriculture programs that have direct impact on chil-
dren. He cited the following examples: WIC, a gateway
to other government servicessuch asimmunization; the
Child and Adult Care Food Program, which serves
meals to preschool-aged daycare children (including
Head Start meals), a service that is expanding; the
National School Lunch and Breakfast Programs, which
are being cross-matched with AFDC files to ensure that
entitled children are reached: v -ious summer food
assistance programs; Food Stamps, the largest food
assistance program; and various other programs for
distribution of commodities.

In addition to providing food, the Department of
Agriculture also provides nuurition education through

various programs. The Nutrition Educationand Training
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Program (NET) trains school food-service personnel,
teachers, and students. The National Food Service Man-
agement Institute, which operates at the University of
Mississippi, trains schooldu.ich operators. Also, WIC
provides nutrition education as an integral part of its
program. Secretary Madigan urged the participants to
work locally to ensure the success of these programs.

Lamar Alexander

Secretary of Education

Secretary Alexander reiterated the Administration’scom-
mitment to Federal standards for quality education. He
recounted the implementaton of the Healthy Children
Initiative in Tennessee during his termas Governor. That
program sought to expand prenatal care. identfy doctors
for newborns. and encourage employers to provide
childcare opportunities for their employees.

Secretary Alexander stated that, although na-
tional policies and State programs ae important be-
cause they affec: funding, the fundamental problem is
a mat. . -f parents, families, and communities taking
care of children and putting a priority on them. He said
the Department of Education now has 27 different
Federal programs that are available for children under
5 or 6yearsold, but the challenge is tospend the money
more wisely.

As an example, Secretary Alexander pointed to
the Decatur. Georgia, school district, which has turned
the school community around by setting and enforcing
tough standards and by using the school as the organiz-
ing point to integrate community services for the chil-
dren. In closing, Secretary Alexander encouraged the
audience to assist their communities in becoming part
of the America 2000 program,

Roger B. Porter, Ph.D.

Assistant to the President for Economic and Domestic Policy
Dr. Porter stated that the President’s commitment to
the goal that all children start school ready to learn
permeates his administration. The President’s Educa-
tion Policy Advisory Committee, which is made up of
cducators, businessand labor leaders. and mediarepre-

sentatives. has spent much time discussing ways to
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enhance parental involvementin the healthand educa-
tion of our children. Ia addition. the President has
established a partnership with the Nation's Governors
in adopting the six National Education Goals.

Dr. Porterstated three convictions that synthesize
the spirit of the National Education Goals. One, fami-
lies come first. Two, we must never allow things that
matter most to be at the mercy of things that matter
least. We, as a society, must honor those activities that
involve one generation transmitting to the rising gen-
eration a set of fundamental values and aspirations,
which includes good health and a commitment to
learning. Three, we are all in this together.

Closing Remarks .

n her closing remarks, Dr. Novello observed that

everyone came together at the Conference for only

one purpose: to improve the lives of children and
families. She said that reformsir: the health, education,
and social service systems of this country will be ad-
vanced through the families. It was her belief that the
Conference did one thing beautifully: It vindicated
parents. Parents will no longer be silent partners; they
will be activists and advocates.

Dr. Novelio asked attendees to join her in sharing
the responsibility for making their families and chil-
dzen well. She reiterated some of the concernsraised at
the Conference: the importance of fathers in the
family, the need for flexible services and cuitural sensi-
tivity, the needs of teenage parents, and the desire for
self-esteem forall of our children and their parents. She
urged the participants to become involved and share
with those at the local and at the State levels, in the
public and in the private sectors. Our children’s well-
being is no longer one person’s responsibility, and we
must “get real.” There is too much at stake.

This Conference, then. can be just the beginning
of a coalition of parents trving to determine, through
their collective actions, what this Government can do.
In closing. Dr. Novello chalienged the participants one

last time. “I'in with vou.” she said. “Are you with mez”
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Chapter 1 \

- ° Introduction

stealthy Criaren

“Providing for health, n
and active parenting are

n February 9-12. 1992, at the Ramada Renaissance Techworld in
Washington. DC. the Surgeon General, Dr. Antonia Novello, hosted

the “Healthy Children Ready to Learn: The Critical Role of Parents”
Conference. This conference was jointly sponsored by the National Governors’
Association. the Department of Health and Human Services. the Department of
Education. and the Department of Agriculture. The Conference was held as part
of the Surgeon General's Healthy Children Ready to Learn Initiative. which in
turn supports the first of six National Education Goals established by President
George Bush and our Nation’s Governors. This goal states. “Byv the vear 2000. all
children in America will start school ready to learn.” Recognizing the crucial role
of parents in ensuring their children’s good health and preparing them for
school. Dr. Novello invited them to join with Government officials and represen-
tatives from public and private health. education. and social service agencies to
open the channels of communication and to explore innovative steps to support
the care and education of our Nation's children more effectively. Approximatery
995 parents, representing the 50 States. the District of Columbia. and the U.S.
Territories. gathered with more than 500 professionals concerned about the care
of children to express the needs of families and explore ways that those needs can

be addressed. Appendix A lists the more than 700 participantsof the Conference.

ourishment,
basic ways of

providing a suitable foundation for

normal growth and em

otional well-

being, a foundation that fosters the
ability to learn and ensures school

readiness.”

0
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he seeds for the Conference were planted in
Februarv 1990, when President Bush and the
Nation's Governors made education a national
priority and established the six National Education
Goals. The first goal is an extremely important one
because it focuses on the foundations of learning:
physical. social. and emotional health and well-being.
and cognitive development.

Providing for health, nourishment. and active
parenting are basic wavs of providing a suitable founda-
tion for normal growth and emotional well-being. a
foundation that fosters the ability to learn and ensures
school readiness. However. deficitsinany of these areas
during the critical early period in achild’s development
are difficult. if notimpossible, to overcome. To achieve
the first National Education Goal, our Nation must
provide access to health care and proper nutrition,
education for parents, and educational programs for all
ofour children. In August 1990, through theannounce-
mentofher Healthy Children Ready to Learn Initiative.
the Surgeon General accepted the challenge to support
achievement of this readiness goal. Dr. Novello’s initia-
tive focuses on the health component of the first Na-
tional Education Goal because children’s abilitv to
learn is dependent on their health.

To assist her in undertaking this challenge and to
explore the best means to meet the goal, Dr. Novello
formed an Advisory Group of highlv qualified represen-
tatives from the White House staff and the Departuments
of Education, Agriculture, and Health and Human
Services. (The Advisory Group members are listed in
Appendix B.) The role of the Advisorv Group is to
recommend steps to improve the health and well-being
of children o that thev are healthy and ready to learn
when thev begin school. This role encompasses the
following tasks: (1) determining the health needs of
preschoolers and their parents: (2) identifving Federal
resources that can be nsed to meet those needs: (3)

discovering gaps where resources to meet the needs are
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lacking: () clarifving the relationship between the
Federal Government and the States in meeting these
needs and the responsibilities of each: (3) developing
strategies to minimize barriers to cooperation among
Federal, State. and local agencies and private organiza-
tons involved in the health and education of voung
children:and (6) identifving wavsto expand the Nation's
resource; through cooperation and collaboraion to
meet the challenges of this readiness goal. Among
other reccmmendations, the Advisory Group advised
seeking parents’ perceptions of needs that mus: be met
if our Nation is to reach the readiness objective.

The design of this Conference was based on the
Advisorv Group’s recommendations.  The Surgeon

General set these challenging goals for the Conference:

* Toidentifvthestrengths of parentsand familiesin
theirrolesin preparing children tobe healthvand

ready to learn.

* To voice parent and family needs to the health.
education.andsocial service professionalsrespon-
sible for programs that address the goal of prepar-

ing children to be healthy and ready to learn.

* To highlight Federal. State, and community-based

programs that effectively address these needs.

* To identifv cross-cutting public/private/ volun-
tarv strategies that build a parent-and-family/pro-
fessional partnership within the scope of existing

pre grams.

In preparation for the Conference. the Surgeon Gen-
eral requested that the States identify parents who
would make up a State Parent Delegation at the Confer-
ence. The term "parent” was broadly defined to inciude
anvone who is guardian of a small child. i.e.. parents,
grandparents, adoptive parents. foster parents, etc. The
individual State delegations were asked to hold pre-
Cop’ :rence meetings to discussissues relating to health,
education. and social service systems of importance to

the parents.
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. Conference-Organization-

he Conference. which was the result of 13
months ol planning by the Surgeon Generaland
her Advisory Group, assisted by the Planning

Committee (listed in Appendix C). provided a unique
opportunity for parents and families to meet with Fed-
eral. State. community, and private professionals from
The

agenda (Appendix DY was carefullv planned to make

health. e¢ducation. and social service systems.

the Conference an effecive forum for information
exchange.

The State Parent Delegates auended three Parent
Work Groups to discuss their needs and issues relating o
three phases ofinvolvementin the health. educadon.and
social service swstems:  awareness of and enuv into the
svstems, participadon in the svstems. and transitions as
tamilies move through the svstems. The delegations were
grouped according to geographical regions, and special
work groups were established for Native American and
Migrant families (who were also represented in the re-
gional work groups) to ensure that their special concerns
were not lost. The Facilitutors ind Recorders for these
discussions are listed in Appendix E.

In her Charge to the Participants. found in Chap-
ter 20 the Surgeon General eniphasized that these Par-
ent Work Groups were the focus of the Conference.
Chapter 3 of these proceedings summarizes the issues
discussed in the Parent Work Groups. The summaries
examine a broad national consensus from issues raised
in several of the work groups und then explore the
narrow focus of the individnal work groups. Chapter 4
contains the findings as presented o the full Conter-
ence at the closing session by three State Parent Del-
cgate representatives. Iteoncludes with the rentarks of
the Responder Panel. directors of government pro-
grams that provide services, who responded o the

issues presented by the parents,

-

L

During the Conterence. President Bush and key
members of his Administration expressed their personal
comnuiment to Surgeon General Novella's initiative and
cmphasized its importance to our Nation’s future by their
attendance at the Conference and their remarks to the
participants. The speeches delivered at the Conterence
by President Bush, Secretary of Health and Human Ser-
vices Louls Sullivan. Secretary of Agricnlwre Edward
Madigan, Secretary of Education Lamar Alexander. and
Assistant to the President tor Economic and Policy Devel-
opment Roger Porter are foond in Chapter 5.

Concurrent with the Parent Work Groups. pancel
presentations that explored current services, both pub-
fic and private. and parent support groups were con-
ducted for General Participanuts (those who were not
State Parent Delegatesy. These presentations. by panel-
ists who were experts in their respective fields. focused
on wivs to customize services to fit families instead of
uving to fit the families into the services. Chapter 6
contains summaries of the Panel Presentations,

Al posticipants had a choice of 28 informative
workshops covering a variety of topics from nutrition,
health care. and injurv prevention to violence and its
impact on children. These workshops. led by profession-
als in the fields. are described in Appendix F. Addition-
allv, the Conference presented a special exhibition of
Federal. State, and local programs dedicated to the health
and cducation of children.  Program representatives
shared information about the programs and distributed
materials. Appendix G contains alisting of the exhibitors,
Participants were entertained during each of the breaks
by an arrav of pertformers. most of whomn were children.
Appendix H recognizes each group who shaved their

talents with the participants.
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Antonia C. Novello, M.D., M.PH.

Surgeon General

ood morning. I wold like to welcome vou to
the “Healthy Children Ready o Learn: The
Critical Role of Parents” Conference. This
Conference is the culmination ot 18 months of plan-

ning, outlining. and meeting with the bestand brightest

individuals concerned with the health and education of

our Nation’s children.

President George Bush has made the education of
our Nation's children a major prioritv ot liis Presidency.
The Department of Heaith and Hunan Services and
Secretary Sullivan have made caring for children a
cornerstone of the Deparunent's agenda. and as the
Surgeon General. I have made the health ofour Naton’s
children the cornerstone of mine. Health and educa-
tion go hand in hand: one cannot exist withont the
other. To believe anv difterentlvis to hamper progress.
Just as our children have a right o receive the best
cducation available. thev have a right o be healthv, As
parents, legislators, and educators. itis up to ns 10 see
that this becomes a realiwe.

Theretore. we are meeting 1o improve the educa-
tionand health of our Nation s children and to improve
ithese things through the eves of parents. through the
collective participation of the tamilv. Thisis one of the
most seriotts tasks for any societv. and i shoutd not be
an less serions for all of us gathered here todav.,

As Twelcome vou and ask vou to give this task vour
niost serions attenton, I am going to ask even more of
vou. Carl Jung. the great psichologist, said that "We
should not pretend to understand the world only by
intellect weapprehend itjustas nnich by feeling.” Tam
coing 1o ask von 1o ise vouy expeticnee and imelect.
but also I am going to ask vou 1o expressvour feelings
about this challenge. Twantvou to bring notonbv vour
love and concern but, if necessan. even vour anger o

this issue. T am asking von o get imohed. Adding
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feeling to intellectwill bring the bestin cach one of us
out and will bring us the best of what this Conference
can give to the smallest of America’s citizens.

I am asking vou. as a parent. ofticial. wacher. or
health care provider. 1o bring vour honest pereeptions of
what can help families and children o be healthy and
ready to learn. we do notface the barriers oraddress the
concerns. then we become a part of the problem and not
apartof the sohution. We knowwe have problems. butwe
also have great resonrces and strengths. not the least of
which is America’s devotion to its children. We need a
comimitment from cach person here todav and the
organizations thev represent so that thev will bring their
best knowledge and most protomid human commiunent
to this isue. Perhaps onr greatest challenge is 1o join
hands and recovera true American spirit. Thisis the most
caring counuy in the world. and todav we will bring this

concern to the lives of our children.
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Weare tocusing on the role of parents—all of us,
whether the President. Cabinet officers. Federal offi-

chals. Governors, or State ofticials. Some of us might be

parcenis: others wav not. But todav, for the duration of

this Conterence. let's take the honorable position that
cach adultis cach child’s pareut. Each American child
belongs to cach of us. No one parent or program can
help cachand every ehild. but together we canstrive tor
the common goal of making cach child as heatthy and
ready to learn as possible.

1 would also remind vou not 1o get discouraged
about the Federal Government. This is ve o Govern-
ment. and i is a powertul one. We are going o teach
vouwhata powertul toolitcan be. Weare going o teach
vou how 1o use it We have created. improved. and

extended Head Start. We have changed immanization

policies to protect children against a deadly revival of

mcasles and other childhood illnesses. We have gotten
involved in improved nutrition programs. Wewainivou
1o know that we are here to work with vou.

Let me expand just a mowent on measles. We
have had averv successtul Federal State private can-
paign o ficrease immunizatiens. Granted that measies
often appears in waves and that we have been ina bad
wave, but fer me point ont that the rate of measles has
dropped 63 percent between 1990 and 1991, from
27786 cases in 1990 to LIRS cases in 1991, We had only
about 1.O00 cases of measles in T983, so vour can see we
sull have far to go to reduce measles completelv. The
publicand the privaie sectors have mobilized: evervone
hasresponded. Dr.Sullivan. Dr. Roper. Dr. Mason.and
I are finishing a six-citv tour and have visited clinics in
San Dicgo. Detroit. Philadelphia. Rapid Cite, Phoenix.
and Dallas to encourage imnumization.

This past Fridav, we visited an immunization clinic
in San Dicgo with President Bush. Hollvwood celebrities
took O measies immunizaton as their cause and formed
the Children’s Action Network. The Public Health Ser-
vice has responded admivablv but there isstiltmore o be
done. Let me make this point. When we join together—
parents, comnmuities. and the government—when to-
gether we think and care. we can turn anv epidemic

around. We have both the means and the will,

“The influence of a parent is impos-
sible to exaggerate. A child looks up
to a parent: children trust their par-
ents to help them make their dreams
become realities.”

More than 2.000 vears ago, Plato said. “The diree-
tion in which education starts a man will detenimine his
future life.” believe that, Fknowitto be true in mvown
lite. My mother has been an educator all her Ife. and
she believes that education is the greatest gift ot all, Shie
was the one who encouraged me o use education as a
tool tor success. All of us learn the dimensions of a
larger world from our parenis. The influence of a
parent is impossible to exaggerate. A child looks up to
aparent: children trust their parents to help them make
their dreams become realites.

Trwas along wav for me from Fajardo. Puerto Rico,
to the Office of the - wrgeon General. but it was notan
impossibleway. Edncation made itpossible. 1 would ask
vou to remernber. oo, that exceptional teacher who
touched and inspived vou as a student. Think what a
weacher can do.  As parents. educators, and health
professionals, we must remember the influence we can
have on the future ol our children.

When President Bush outined his six National
Fducaton Goals for the vear 2000, he envisioned an
America where our children compete on an interna-
tional level. He knew that the childven of today ave the
explorers.writers, teachers. and imventors of tomorrow,
We must weach them all that we know and provide them

with those tools thev need to make their dreams come
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true. Our children are very smart: some of them are
smarter than anv of us ever were. Thev are eager to
learn. and we must not fail them.

We have some hard facts to face. Qur educational
system is unsurpassed at helping children excel at all
levels. from diverse backgrounds, and often with En-

glish as a second language. Cur public schools and our

concept of an educated society are the source of

America’sstrength and its potential. Still. we must face
the uuth. Scholastic Aptitude Tests (SAT) scores con-
tinue to remain low. We are not doing well in math and
science. Manv of our schools are overcrowded and
overburdened. and manv of our teachers are set up to

fail bv having too manv children to teach.

“We can’t become discouraged. Our
teachers, children, and future depend
on our dedication to turn things
around. Some will tell us thatitcan’t
be done or that it just might be be-
vond hope. ButI know in my heart
thatisn't true.”

We can’t become discouraged. Our teachers,
children. and future depend on our dedication to turn
ihings around. Some willtell us thatit can’t be done or
that it just might be bevond hope. But I know in my
heart that isn't rue. The President and the Nation's
Governors are working to remedy these problems—to
make our schools the insatutions for learning that thev
were meant to be and are capable ot being. Collectively

we must work to make that a reality.

Parents Speak Out for America s Children

As Surgeon General. [ am responsible for the
health of the people of this great country. Thatmeans
all cultures, races, mothers. and fathers. And to me, as
a pediatrician, it especially means children. When 1
was appointed Surgeon General. [ resolved that my
agenda would focus on the needs of our Nation’s
children. It is an overwhelming task. but it is an
altogether necessary one.

When the President announced his six National
Education Goals, there was. and continues to be. great
enthusiasm for the promise of these goals. The first
National Education Goal, that "By the vear 2000, all
children in America will start school ready to learn.”
holds special importance to me. This goal is realistic.
and it is achievable. [ believe those of us here in this
room can be instrumental in implementing it in our
own schools and communities. [ know it is worth our
best efforts.

As part of this first National Education Goal, we

inust work to satisfv three objectives:

% First. that all disadvantaged and disabled children
will have access to high-qualityand developmenually
appropriate preschool programs that help children

prepare tor school.

* Second.thateveryparentin thiscountrvwill be their
child’s first teacher and devote time each day help-
ing hisor her preschool child learn: that parentswill

have access to the training and support they need.

* And last, that children will receive the nutrition
and health care needed to arrive at school with
healthy minds and bodies. and the number of low-
birthweight babies will be significantly reduced

through enhanced prenatal health systems.

These three objectives are the kevstoour children
arriving at school healthy and ready to learn, and vour
participation is crucial.

This Conference has been structured to give each
one of vou the opportuaity to participate aind to listen
to what the esteemed panclists, Government represen-
tatives. and kevnote speakers have to sav. Most inipor-

tantly, this Conference has been structured to give vou
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the opportunit to participate in these discussions and
in the dialog that follows,

Those of vou here representing the 50 States and
the Territories will be able to tell the rest of us what
worksand whatdoesn’twork in vour Statesand commu-
nities. There is alwayvs room for improvement. growth.
and change. We are going to talk about the good and
the bad. By doing so. we will be able to avoid mistakes
along the way and help, in turn. to highlight and
applaud the success stories and use them as models as
we move toward the vear 2000.

Todav. there are 64 million children in this coun-
trv. We have 19 million American children under 3
vears old and 4 million under | vear. More than 20.000
children a vear are killed bv injuries. Some 1.677 have
died from AIDS since its outbreak. Childhood diseases.
due to a lack of vaccines. have disabled or killed thou-
sands more. Although [ am very hopeful. we must be
honest. The statistics are staggering.

What can we. as a Nation, do? What can [. as
Surgeon General, do? For one thing, I am always going
to keep vou informed. and I am going to teil you what

vou can do to help the Department [of Health and

Human Services] and the Nation. To start. the goal of

the Department of Health and Human Services is to
have 93 percent of children immunized by 1995 and.
hopetully. all of our children immunized by the vear
2000. If vou are a parent. see that vour children are
immunized. and tell other parents. too. If vou are an
ofticial. check out the situation in vour own area and
help make immunization for all children a reality. 1
believe that immunization is a right. and we must all get
involved to make thatrightarealitv, To be successtul. all
vaccines must be used if thev are going to work: thevdo
us no good by sitting in a clinic or a doctor s office
somewhere. 1 must make one point perfectly clear: We
donotsutterfrom lack of vaccine: we sufter from failure
to immunize. The immunizations are available: we
need to get them to ail of our children.

With regard to the terrible pandemic ot AIDS, itis
here that we must increase our vigilance to stop its
spread. We must educate about AIDS. help evervone

involved in the care of those with HIV disease. and send

“It is my sincere hope . . . thatour
true legacy will be evident in the
children who will benet from our
collective efforts.”

the message that we must fight the disease. not the
people with the disease. The number of pediatric AIDS
cases continues to increase. Before 1985, 58 percent of
the children reported with AIDS were from New York
Citv, Newark. or Miami. After 1985, however, only 36
percent of children with AIDS were from these cities.
AIDS in women and children is spreading bevond the
large cities to smaller townsand even ruralsettings. The
greatest increases in numbers of cases reported to the
(DC [Centers for Disease Control] were in rural areas
and in metropolitan areas with populations of under
100.000. From 1988 to 1989. there was a 12 percent
increase in the number ot pediatric AIDS cases. From
1989 1o 1990. there was a 37 percent increase. As of
August 1991, 3.199 children under 13 with AIDS were
reported to the CDC. more than half of them in the last
9 vears alone. Of these cases. 84 percent were infected
perinatallv. and 52.- percent,or 1.677. have died. Based
on the National Survev of Childbearing Women. the
CDC estimates that 5.000 1o 6.000 HIV-infected women
gave birth in the past vear. Based on a 30 percent
transmission rate. itis estimated that 1,800 10 2,000 HIV-
intected infants were born.

Children of minoritv families have had more
than their share of AIDS. For example, although onlv

15 percent of all children in the United States are
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African-American. they are known to account for 51
percent of all AIDS cases. Although only 8 percent of
all children in the United States are of Hispanic de-
scent. they account for 26 percent of AIDS cases in
children. Cleardv., all of us here must be prepared o
deal with children and families with AIDS. But to do
that. we must have cutturally sensitive programs. We
must know Harlem to design a program for Harlem.
and we must know the barrios of Texas to be able 1o
work there. Some programs must be in Spanish orin
anv linguage thatis necessarv. Parts of Appalachia can
he as desolate as anv inner citv stum. We should not
design programs tor our communities untess we have
walked in their shoes and in their streets. We munst be
humbtle and consult those who know those communi-
ties when we design anv interventions.

The third pointon which we all must continue to
focusis thatot childhood injuries. According toarecent
health report issued by the Bureau of Maternal and
Child Health. injuries are the most significant health
problem affecting our Nation’s children and adoles-
cents, however we measure it—whether by numbers of
deaths. dollar costs tor reatment. or refative rankings
with other health problems. Injurv need not maimand
Kill so manv of our children. The tide of injuries is an
eptdemic we can control. Chitdhood injurvis one of the
principal public health probiems in America todav,
causing more ceaths than all childhood diseases com-
bined and coniributing greatly to childhood disabilit.

The United States is also a Nation plagued by
violence. American children are 10 dimes more likely
than German children, THimesmore likelvthan French
children. and 15 tmes more likel than English chil-
dren to be victims of homicide. We could debate
whether itis poverty or race that so intensifies patterns
ol morbidite and mortality. that so darkens the picture
for violenee, but now, suitice it to sav thae this has o
stop. As Abrahaun Lincoln said in 1860, “Let us have
faith that right makes might.” Rnowing we are right.
let's dare 1o do our duty as we understand it.

I may as well admit that T see the Office of the
Surgcon General as a wan of reaching families. a wav ol

reaching children. T have probably held more babies

24 Parcnis Speah Ow lor America’s Children

than anv Surgeon General in historv. My schedule—
ask mv staff it vou don’t believe me—goes off the rails
when Ivisita pediatric clinic. an Indian Health Service
hospital, a pediatric AIDS unit. I have walked in more
high schoolsand in more small towns than Lcanremem-
ber. The Black Foot Indian Nation gave me the name
“Princess Flving Woman.™ 1 believe thev knew that |
wanted to touch altAmericans. For the time thatis mine
to serve as Surgeon General. Lam absolutely commited
to make adifference. Tam making these confessions to
warn vou. [ did not accept the responsibilite for this
Healthy Children Ready to Learn Initative for reasons
of status. T am as serions as vou are.

[ see our task as improving the health and welfare
of onr Nation's children in everv way we can. By
attending this Conterence.vou have made an excellent

commitment on behalf of other parents and children
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frontvour State.and tor that f commend vou. Turge von
to participate fully in the panel sessions and discussion
groups. We are here to teach and to learn from one
another. We are going to, as the kids sav. "get real.”

I know thatanv ofvou here would jump fromvour
seat and take off in a dead run to grab a child from the
path ofa car. Youwould shield a child about to be hurt.
You would endanger vourself to protect a child from a
dangerous fall. Whenitcomesto health and education.
we need a dead run: we need total intuitive conviction
to remove every barrier and to reach everv child. This

Conference is geared to be that “dead run.”

When [ was appointed [ vowed to speak tor all of

the children. Tvowed to be the Surgeon General for all
Americans, especiatly foratt American children. whether
rich or poor, African-American. white, Hispanic, Asian
Pacific Islander, or Native American—whether docu-
mented or not. from the President’s grandchild to the
child ot a Migrant worker. All our children need this
attention, but there are some who especially need mv
voice. One in five American children lives in povert: |
speak for them. Thirtv-cight percent of Hispanic chit-
dren live oclow the poverty line: 43 percent of all
African-\merican children live in poverty. I speak tor
them, too.

In the words of the Chilean poet. Gabriela Mistral:

Many of the things we need can wait:

The child cannot.

Right now s the time his bones are being formed. I
blood s being made,

and his senses are being developied.

To him we cannot answer “Tomorrow™

His name is “Today.”

Todav. as parents. vou are both the expert and
the student, and Task all experts today to think also as
parents. By all means, plav bothroles. By the vear 2000,
chances are that anv one of us mayv be onlv a distant
memory. Itis mvsincere hope. however. that our true
legacy will be evident in the children who will benefit
from our collective etforts. Thev will be children who
started school healthvand ready to tearn. childrenwho

learnedand learned well. children whose parents taught

them fivst and set the stage for the teachers who
followed. children who were immunized and well nour-
ished.children who have had alt that America can give.

The time has come for me to turn the focus back
on vou and ask all of vou within this room to work
together. We have a precious opportunity to spend 3
davs at this Conference to think, argue. forge new
initatives, prioritize, and get involved. Itis my fervent
hope that the goals of this Conference will become a
blueprint for bonding education and health—an essen-
tial task. if our children are to succeed.

I wish vou the best in vour endeavor. God bless

vou all.

}
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SUMMARY OF PARENT WORK GROUPS

uring the Conference, the State Parent Delegatesattended work groups
to which thev were assigned according to the geographical regions in
which thev live. Native American and Migrant parents could choose to
attend the regional work groups or separate work groups. which were established
to ensure that their special needs or issues were not lost. In all the work groups.
roundtable discussions were held to discuss three topics representing stages of
families’ involvement with health, education. and social service systems: aware-
ness of and entrv into the svstems, participation in the systems, and transitions
fror1 one program to another as families move through the svstems. In their
disct ssions. the parents examined three main questions related to these stages:
(1) What is mv role as a parent in this stage of working through and with the
sustems? (2) What are the barriers or other issues I face in this stage? (3) What
are some solutions to these problems. and what are some evisting model
programs that incorporate some of these recommended solutions?

This section details the issues raised by the parents. First. a summary of the
national consensus, broken down by topic. is given. The natonal consensus
summary contains issues raised by several of the work groups and upon which they
were in agreement. Nextare summariesof the comments made by each work group
(regional, Native American. and Migrant). To avoid repetition. these descriptions
mav not include issues contained in the national consensus. Their purpose is to
highlight the issues that were of particular concern to the specitic work group rather

than to provide an exhaustive list of issues discussed in each work group.

™~
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National Consensus

Awareness of and Entry into Health, Education, and Social Service

Systems

Roles and Responsibilities of Parents

* ldentify their children’s needs

* Interactand communicate with their children on
a daily basis
* Consider themselves equal partners with profes-

sionals who also care for their children

* Participate in networks and support groups

Barriers and Issues of Concern

* Confusion about the systems due to limited avail-
able information or contradictorv information

* Too much “red tape”
Cultural insensitivity and communication barriers

* Poor auitudes and intimidating behavior of ser-
vice providers

* Poor pav and lack of incentives for providers to
accept Medicaid

* Inflexible hours of programs. clinics, etc.

* Transportation problems/ inconvenientlocations
of service facilities

* Inflexible criteria for eligibility to receive services

* Lack of accountability within the svstems

* Inadequate funding of neeced services

Solutions
* Universal application form to apply for an arrav of
services. such as WIC, Head Start. Food Stamps. etc.

* One-stop shopping. with assigned resource coor-
dinator for each familv and provision of service
directories. including toll-free hotlines

* Flexibility in criteria to establish eligibility to re-
ceive services

* Convenient operating hours for programs and
facilities

* Elementary school curricula in social compe-
tency and parenting skills

* Funding for support groups for families

* Mechanisms within the svstems for establishing
accountabilitv and for halting complaints

* Rotation of service-provider staff to prevent em-
plovee burnout

* An awareness campaign to promote the impor-
tance of healthy children

* Development of a national health care policv

Participation in Health, Education, and Social Service Systems

Roles and Responsibilities of Parents

* Become empowered and become role models for
their children and other parents

* Serve as advocates for their children. for other
parents in the svstems, and for the programns that
provide services to them

* Be involved in program activities and work with
service providersin meeting their children’sneeds

Q
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* Trainservice providersin their culture and unique
familv characteristics

* Be involved in program decisionmaking and in
evaluating services
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Barriers and Issues of Concern

*

* % % % *

* % % X %

Bureaucracv. inflexible hours, and transporta-
tion problems

Gaps in services
Lack of coordination among services
Lack of a familv—centered philosophv

Insensitivity not onlv of service providers but ot
the public at large

Lack of incentives for families to hecome inde-
pendent

Rigid ecligibility requirements
[nequities in funding for education
Frustration with the systems
Hesitation in controntng the svstems

Need for support groups

Solutions

*

*

Training in parenting skills, beginning as earlv as
¢lementary school

Improved communications among service agen-
cies and central communitv resource clearing-

houses (one-stop shopping)

Paid positions for parents on boards that oversee
programs

Emplovment policies that support families, such
as familv leave

Secure and increased funding for programs
Media campaign to improve public opinion of
families receiving services

Election of government officials who support
tamilies

Expansion or adaptation of model programs to
reach more communities and families

Transitions Through Health, Education, and Social Service Systems

Roles and Responsibilities of Parents

*
*

*

Be active participants in the transition process

Be good recordkeepers

Demand respectand develop self-esteem for them-
selves and their children

Barriers Families Face During Transitions

*

Lack of communication among programs and the
need for one-stop shopping

Failure to receive copies of children’s records:
records that contain technical jargon or that are
not translated into parent’s native language

* Lack of sensitivity

*

* % % % % *

Lackof consistencyin parental involvementacross
programs

Need for support groups

Too much paperwork

Transportation problems

Inflexible programs and tacilities
Lack of emplovment policies thatsupportiamilies

Abolishment of programs because of unstable
funding

*

*

Be a good role model for their children and for
other parents

Define the role of parents for nroicssionals in the
systems

Solutions

Tollfree hotines and resource directories
Sensitivity training for service-provider staff
Mentoring of new parents in the programs by

svstem veterans

Guidance for parents provided by doctors. hospi-
tals, and other service providers

One-stop shopping and assignment of one case-
worker per family for all programs

Reform of eligibility requirements to consider net
pav, examine hardship conditions, and provide a
safety net

Legislative action, such as familv leave policies

Assertiveness training for children by their parent
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Awareness of and Entry into Health,

Education, and Social Service Systems

The puarents willinglv accept their responsibility as the
primarvprovider of their children’sneeds. However, they
also acknowledged that every familv needs help occasion-
allv. Federal. Stute. and local programs can support
informed parents who enroll their children into these
programs. Unfortunately. lack of information. bureau-
cracy. and inflexibilitv in service provision prevent manv
The

parents maintained that programs must be coordinated

families from bencfitting from these programs.

under the onesstop-shopping approach to supply flexible

and accountable senvice.

[

Roles and Responsibilities of Parents

The delegates recognized that they must first identity
their children’s needs. Children need to bhe immu-
nized. given a proper diet. nurtured. taughtself-respect

and respect of others. taught learning skills. provided
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AWARENESS"

with a safe. stable home environment—the list is long,
covering the full range of physical. emotional, and
spiritual development. No svstem of health, education,
and social service professionals can take the place ol
parents in the home. Parents must take the time and
eftort to know their children. Federal. Siate. and local
programs can serve onlv a supporting role as parents
struggle to raise healthy children.

Dailvinteraction and comniunication with children
iskev. Good parentslisten to their children.notonlvwhen
thev complain or are sick but also at other times. Parents
with special needs children must make an additional
effort to maintain balance within the familvand to devote
attention to healthy siblings. Al children. however. can
benefit from existing Federal. State, and local programs.
and parents must tike the second step of finding out what
the prograras are and what they have to offer toward
meeting their children’s needs. There isno snbstitute for
the welkinformed parent,

The delegates maintained that parents should

consider themsclves partners on equal footing with

32 Parcnts Speak Out for America’s Children

professionals and other care providers and be recog-
nized as such. Parents who know their children’s
health needs and risks and the services available to
support them make self-confident parents who can
work etfectivelv with care providers. While respecting
the judgments of professionals. parents should not
surrender the decisionmaking to them: when profes-
sionals give advice that seems questionable. parents
should trust their own instincts enough to seek second
opinions. As advocates for their children. parents
should be assertive and persistent but should not
forget to be diplomatic. The way thev interact with
care providers will influence how their own children
behave toward others. Good parmnershipsare respect-

ful parterships.

No svstem of health, education, and
social service professionals can take
the place of parenis in the home.

Finally, the delegates agreed that networks and
support groups are a remendous asset. Parent networks
can provide information. moral support. and hands-on
care, and can make up for some—though certainly not
all—of the failures of the present health care svstems,
Networks can help parents atall stages of their children’s
health care. butmost of all in the entrvstage. as thev make
theirfirst tentative and sometimes contused stepsinto the
programs. When an individual family questions a profes-
sionalopinion. networkscan supplyalternative sourcesof
information: when the familv doesn’tknow where to tum
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or what step to take next. networks can point the way.
Networks allow parents to draw from the shared experi-
encesofother parentsand work together toward common
goals. Not all parents entering the programs know their
rights. and networks give them the opportunity to learn
and exercise their rights in an unthreatening environ-
ment. Networks are effective in this wav because thev
teach by example.

Networks can also help parents learn their respon-
sibilities. Notall parents are responsible parents. While
it is important that parents raise their children as thev
see fit. some fail to recognize that their children have
special needs. The children may be physically healthy
but have learning disabilitics or behavioral or emotional
disorders. and their needs mav pass unnoticed. The
parents may have alcohol and other drug problems or
problems that lead to child neglect or abuse. These
parents may deny that problems exist. They mav be
reluctant to seek help because thevbelieve itis shameful
to do so. Professional health care providers can inter-
vene in such cases. However. professionals are often
perceived as threatening and. asa rule, are less effective
than parent networks in these especially difficult cases.
Troubled parents are more likely to listen to other
parents and to perceive themas partners rather than as
authority figures. The other parents can. in turn. seek
guidance trom the rest of the network. as it shepherds

the family into the health care svstems.

Barriers and Issues of Concern

The most often cited problem of parents being aware of

and entering programs was confusion about the systems.
To many parents, the systemns seem designed to discour-

age them from the start: To withhold information and

trighten them awav with paperwe wk. No single source of

information on the many available resources exists. and
information provided isoften contradictory. Tnaddition.
many emplovees of the programs don’t even know how
the svstems work, nor do thev know how to access the
information that can help parents find their wav.

The amount of red tape is cnormous: application

forms are long and complicated. To make matters
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worse. ditferent agencies have different application
{orms. and parents are forced to repeat the same conr-
plicazed proceduresas thev iy tomove fromone agency
to another. As one parent stated. “"The paperwork
doesn’t flow.”

In addition, application torms make no allowances
for the diversity of applicants. Parents who are not native
English speakersoften have great difficulty trving to make
sense of the forms. Even fully fluent English speakers
make this same complaint. No allowances are made for
cultural differences or for the communication styles of
minoritics. Altemative services for the blind and the
hearing impaired are also lacking.

Manvdelegates complained that the attitndesand
behavior ot social service workers and health care pro-
viders can be patronizing, unfriendly. intimidating.and
sometimes even abusive. Thev believed that a great
manv social service workers suffer from emplovee burn-
out. Workers are not sensitized or properly trained, and
thev therefore bring their prejudices to the workplace.
Parents entering the programs feel this most strongly.
while those at later stages come o ¢xpect a certain
degree of mistreatment as part of the price they must
pav in exchange for services. “It’s hard to get into the
swstem, and once vou get in, vou don’t want to stav,”
stated one delegate. Bui their needs force the parents
10 stas. with the result that thev come to feelas trapped
by the systemsas by the needs that brought them to seek
help in the first place.

As for health care providers. their auitudes and
behavior tend to reflect their own unhappiness about
how poorlv thev are paid for the services they provide.
Medicaid. for example. pavs providers so little that they
liave 1o incentive to take Medicaid patients. Asa result,
the patients often receive inferior care or are refused
care outright. Ultimatelv. the patientsare the oneswho
suffer from inadequately funded programs thar fail to
deliver on their promises. The health care centers
themiselves often presentavariety of physical barriers to
disabled children.

A\nother concern was the lack of flexibilite in

office hours. Social service and health care pro\'idcrs
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who hold 9-to-3 office honrs are making no allowances
tor working parents. The working parent who has to
leave work—Ilosing 4 morning, an afternoon. some-
times a whole davin the process—to meet these inflex-
ible hours mav be at risk of losing his or her job, This
dtitation. in wrn. mav put the child at risk of forgoing
important preventive medical services such as immuni-
sations and well-child checkups.

[ransportation is a related problem. Parents
often have o take long hours awav from their jobs
hecase they have to avel long distances to their
appointments. and they often have to relv on either
public ransportation o help from friends. This prob-
Jem is particularly acute in remote. rural wreas.

The delegates expressed unanimons dissatisfaction
with eligibility eriteria. The eriteria are artificial and
inflexible. Thevdo notreflectreal income—netineome.
alter taxes—and applicants can be denied enayv into
programs if their income exceeds the eriteria by as lude
as dew dothars. A fimil mav meet the eriteria one vear.,

onl 1o be disquatified the nextbecanse of a Jdightrise in
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income. While the eligibility criteriaare meantto prevent
abuses. the criteria themselves often foster dependency.
In manv cases. a familv can benefit in the short ran—
qualifi for Food Stamps. for example—if one of the
parents quits a job so as not to exceed the cligibility
criteria. Quitting a job can actually mean more food on
the table. Under some welfare programs, a familv can
qualifv onlv if the tather leaves home. “You learn to plav
the game.” one parent said. Parents take these steps. not
hecause they are fazy or ovmical but because thev have
immediate needs and feel thev have no other choice.
However. the choices they make often mean that depen-
dence on welfare programs is handed down from genera-
tion to generation.

Parents who v o make this point with social
service workers feel even more frustrated. Thev face a
buremicracy from the moment thev enter a program.
and they either adapt to the bureaucracy orgo without
cervices. 1 they teel they are mistreated. they have no
one 1o non o within the swtems. They see a general

lack of accountability and are often afraid thart if thev
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protest. thev will be denied services or subjected 1o
further mistreatment.

Inadequate funds are an underlving problem for
all programs. Because there are simplv not enough
dollars to go around. programs serving the same com-
munities are forced to compete for the same dollars.
This competition creates divisionswithin communities.
and the rifts are often felt in the parents’ networks.
Parents will naturally fight for the children. but when
thevare forced to fight other parents. the reallosers are
the children.

Solutions to Promote Awareness of and Entry
into Systems

First among the proposed solutions was a universal or
near-universal application form for all services, with
consistent cligibilitv criteria. The form should be casv
to read. Alternate versions of the same form should be
made available to parents who are not native English
speakers. Specialarrangementsshould be made for the
blind. the hearing impaired. and applicants with low
literacy levels.

There should be a single point of entrv for all
services. i.c.. one-stop shopping. When familics enter
the bureaucratic maze. they should be able 1o consulta
single source for comprehensive information on avail-
able services and referrals. A resource coordinator
should be assigned to each familv, and the family
should be provided with local, State. and national
directories of available services. Tollfree hotlines for
resource information would be a useful supplement.

Eligibilitv criteria need to be more flexible. The
criteria should be bused on real (net) income. Inflexible
criteria often foster dependence on the systems, as par-
ents quit jobs or avoid secking eimplovment and fathers
lcave housceholds so that families can meet eligibilite
eriteria. Greater flexibility will promote sel-help.

Agencies must also have flexible working hours—
1ot just 9 to 5—in support of working parenis. Manv
parentsrisk losing their jobs if thev have to take time ofl
from work to meet appointments with care providers.

Programsshould beinstituted inelementauyschools

1o develop social competeney and parenting skillsand to

help train children to be effective parents and advocates
for their own children someday. The characteristics
taught should include self-esteem. problem-solving and
decisionmuking skills, and respect for others.

Funds should be made available to help create
and maintain support groups. Support groups are
popular: they encourage parents to take a more active
role in raising their children: thev develop parenting
skills: and. because thev promote self-help. they can
actually lighten the burden of social service svstems. As
one parent stated, "The best programn is the program
that doesn’t costanvthing.” in other words. thatencour-
ages independence. Support groups are the closest
known approximation to thatideal program. They can
be developed at the neighborhood level. at the work-
place. at schools. or within the tribe. and thev can be
tailored to anv number of specific needs.

Parents need a wav to talk back to the systems.
Parentsare partnerswith service providers. and the true
beneficiaries are the children: when the partnership
breaks down. the children pavthe price. Parentsshould
be treated compassionatelv and with respect. A mecha-
nisin should exist by which parents can submit evalua-
tions of the services thevreceive and register complaints
when necessarv. Complaints should be addressed in a
timelv manner. The burcaucracy must be more ac-
countable. and accomtabilit' must be on site to be
effective. Parents who have been recipients of programs
should serve on agenev acdvisoiv boarde.

Manv delegates expressed the belief that em-
plovee burnout is responsible for much of the rude
reatment parents receive.  The delegates suggested
that rotating emplovees to different posts within agen-
cies could help prevent burnout and would certainly
result in better informed emplovees who can then pass
their knowledge on to needy families,

An all-out effort needs to be made to raise public
awareness as to the importance of healthy children.
Antismoking and AIDS awareness campaigns have
proven effective: children should be the next focus.

Together with a media campaign on children as
an investment in the future, this comnury should initiate
an energetic debate on our national health care poliev.
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Is health care arightora privileges Is health insurance
a right or a privileger We cannot expect to move
forward on particular solutions without defining our

values and goals in specific. practical terms.

Participation in Health, Education,
and Social Service Syslems

As families participate in health. education. and social
service svstems, parents must seek education for them-
selvesand become empowered. the delegates maintained.
so that they can become role models for their children
and for other parents whose families need services. Fur-
thermore. programsshould olterincentivesfor parentsto
become empowered and for their tamilies 10 become
independent. Programs need to become tamily centered.
and parents need to be involved in program
decisionmaking to keep programs focused on providing

quality service to meet families” needs.

Roles and Responsibilities of Parents

The delegates agreed unanimously that the parents’

primarvrole of nurturing their children does notchange
as their families participate in heaith, cducation. and
social service svstems. Parents of children who receive
services do not relinquish their vole as the primarv
advocates for their children and as the parties respon-
sible for ensuring that their children’s needs are met.
On the contrary, the delegates expressed that participa-
tion in programs brings added responsibilities to the
parents.  The delegates contended that parents in
families receiving services have an even greater respon-
sibility to become empowered themselves so that thev
can empower their families. Thev suressed that parents
mustseek education. when necessarvoand good mental
health: they stated emphaticallv that parents have the
1responsibility to be “emotionally and sociatly straight.”
As parents become empowered. they become role mod-
¢l not only for their children but for other pavents in

the communit,
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An important function ot parents whose children
receive services in serving as role modelsisto reach out
1o other families and enlist them into the programes.,
When new families are enlisted. declared the delegates.
these parents have a responsibilizy to help orient the
new families in the programs by providing them with
information and offering their support. In this wav,
parents serve a dual advocacy role—tor new parents. by
offering their support. and for the programs. by publi-
cizing theirservices and being committed to them. This
commitiment mavinvolve lobbving for endangered pro-
grams. As parents serve as advocates and network with
other parents. thev can build communiw support for
Families. As one delegate stated. “Empowerment ol
families happens as a result of education. support. and
working together.”

Working together. the parentsinsisted. also means
working with the service providers. Parents can sup-
port the ctforts of professionals working with their
children by being involved with the programs’ activi-
ties and offering supplemental exercises at home.
Parents should ask teachers or other care givers for
activities that they can use at home. Working together
for the children s benetit can build trust among profes-
sionals and parents. with the result thatservice provid-
ers mav begin to view parents in the manner that they

o fervend s desive. e as experts where their children

“Empowerment of families happens
as a result of education, support, and
working togetner.”
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are concerned and as respected partners in providing
for their health and education.

Parents also have a responsibility to train service
providers in the culture and unique characteristics of
the families they serve. Only the parents can educate
the community about the special problems of minority
families. for instance. Programs must understand the
communities thevserve to adequately mee? their needs.

Repeatedly, the delegatesinsisted that, as respected
partners, thev should have a voice in the programs that
serve their families. They contended that. because they
have a vested interest in the quality of service. theyshould
be involved in all aspects of the programs. from program
design to budgets and hiring decisions. The parents’ role
should extend from planning and implementing pro-
grams to evaluating themand their services. Afterall. the
qualitv of services affects the parents directy: thevare the

first to know when needs are not being met.

Barriers to Participation and Issues of Concern

On the topic of participation in health. education. and
social service systems, parents reiterated many of the
complaints that they had expressed concerning aware-
ness of and entry into the systems. The frustration with
the svstems does not end when families become in-
volved. thev stated, citing the same difficulties in obtain-
ing information, inflexibility in hours and services.
transportation problems. and language barriers. Nor
does the amount of “red tape™ decrease once a family is
participating in the programs. Stated one delegate.
“Bureaucracy often discourages participation.”

The delegates were also concerned about gaps in
services. which service providers often do not address
directlv but instead “pass the buck.” sending the family
from one provider to another in search of the needed
service. The supply of seivices is often inadequate to
meet the demand, resulting in long waiting lists or the
use of quotas. For instance. the lack of affordable
daveare was a problem cited by manv delegates.

The delegates attributed manvy of these problems to
two principal factors: lack of coordination among pro-

grams and the absence of'a tamilv-centered philosophv.
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Coordination and collaboration among programswould
facilitate the identification of gaps in services, as well as
duplication, so that resource could be used more
efficiently to meet the needs ct'clients. The implemen-
tation of a familv-centered philosophy would ensure
that programswould provide parentswith the necessary
information. would have flexible hours. would be con-
veniently located. and would consider their families’
cultural and language backgrounds, not only in their
printed materials but also in their policies and proce-
dures. The delegates also stated that leadership is
lacking at the Federal and State levels. resulting ina
resistance to such changes in the systems.

The insensitive attitudes of service providers often
extend to the public. the delegates maintained. leading
to a “national psvchology™ that looks down on parents
receiving services. Delegatesshared the embarrassment
of themselves and friends created by comments that
other customersin checkout lines make regarding their
use of Food Stamps. The delegates want the general
public to know that parents whose families receive
services care about their children and that their misfor-
tunes can happen to anvone. “Our country is not
segmented into welfare recipients and the rest of us.”
one parentinsisted. In fact. most peoplein this countrvy
henefit from some kind of public funding. for example.
farm subsidies.

Aswe improve our attitude toward families receiv-
ing services. the parents countered. we must not let
them become apathetic or complacent. with the result
that they are dependent on the systems. The delegates
repeatedly said that the svstems need to offer incentives
to parents to become independent. Often. thev said.,
programs provide aquick fix for crisis situations without
addressing the underlving causes. True healing cannot
begin, they said. until the svstems provide a holistic
approach to treating family problems. As one parent
said. “There is a sense of futility on the part of some
families, a lost sense of what thev could be reaching for
and what thev might achieve.”

Some delegates complained that middle-class
children often are “squeezed out” or “fall through the

cracks” between programs because the familiesare not
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eligible for services: vet the parents cannot afford to
provide for more than the child’s basic needs. Health
care, for instance, was a major concern; the delegates
reiterated that every family has a right to adequate
health care. Once again, the parents criticized the
rigid eligibility requirements.

This situation also extends to education, they
maintained. Theycontended thatinequitiesin funding
in the local school districts automatically precludes
“equal education for all,” and middle-class children
often are not eligible for special educational programs.
Theyv urged that these funding inequities should be
addressed.

Finally, the parents expressed again their frustra-
tionin confronting the systems toachieve positive changes.
Even parents who are actively participating in systems
hesitate to make waves. Said one parent, “If vou act
assertively, vouare isolated.” They reiterated the need for
family support groups and funding to organize them.

All of these problems can be overwhelming for

_ PARTICIPATION

parents at times. One delegate summed up this senti-
ment with the following remark: “The children are our

future, and it’s scary.”

Solutions to Facilitate Participation

Although the problems may seem overwhelming, thev
are not insurmountable, the parents stated emphati-
callv. Thevrecommended taking stepsin the following
areas to begin to break down the barriers to producing
healthy children ready to learn.

First, the parentsadvocated thattraining in parenting
skills should begin early, before a voungster becomes a
parent herself or himself. They pointed out that our
voung people receive limited training, at best, for their
mostimportantrole. Mostofusfollow the pai<..ingstvles
of our own parents, but not evervone is fortunate enough
to have loving and nurturing parents. Early training in
parenting skills is imperative.

The parents stressed that, for parents who need

services, improved communicationsamong service agen-
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cies would solve many problems. Improved communi-
cations would facilitate entrv into and participation in
programs because service providers would be able to
guide families to the most appropriate program to
meet their needs. The delegates recommended cen-
tral community resource clearinghouses. Such clear-
inghouses should be staffed with culturally sensitive
employees, should provide the paperwork to apply for
services (preferably through the use of the universal
application form), and offer flexible hours. Such a
facility would lead to better coordinated services and a

reduction of gaps and duplication in services. It would

“Therei isasense of fuuhty on thgpart
of some ﬁmu%les a lost sense’ “8F what
they could be reaching for and what
they might g ai:hleve. Ve,

be a first step toward implementing a one-stop shop-
ping approach. In addition, the delegates recom-
mended that resource hotlines be established, that
directories of services be published, and that each
community’s telephone directory include a directory
of local services and resources.

To move toward a familv-centered philosophy in
the systems, the delegates recommended that parents
be elected or appointed to the boards that oversee
programs. Through their positions on the boards, the
parents could offerinput. notonly in planning butalso
in evaluating the programs that serve them. Parent
inputwould keep the programs focused on the bottom

line: providing quality service to meet the needs of

R
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families. The delegates added that parents should be
compensated for their work and the expertise they
would bring to the planning and evaluation processes.
Without compensation. thevasserted. the parentswould
find it more difficuit to gain the recognition thev de-
serve as respected partners.

Emplovers also need to recognize the importance
of families and develop policies accordingly. The del-
egates expressed a need for flex-time so that they can
more easilvattend to family matters. The work groups
universally endorsed the passage of a family leave act.
Thevalsorecommended thatemploverssupport davcare
centers for their emplovees.

Secure and increased funding for programs to
ensure their continued existence would also improve
participation in the svstems. the delegates maintained.
Funding is particularly important for parent support
groups. In addition. the delegates recommended that
funding mechanisimns for education be changed. Fur-
thermore. thev recommended overall reform of the
educational svstem.

The delegates urged that a “national psychology™
be developed acknowledging thatall children and fami-
lies have the right to certain basic supports for their
health and well-being. This attitude can be achieved
through the media. One group maintained that the
Surgeon General's Office “has the power™ to change
public opinion through an advertising and public rela-
tions campaign stressing this concept. Television spots
could show a respectful approach to families applving
for services.

Another aspect of changing the national attitude
is to elect officials who actively support families. The
delegates urged that Americans become involved politi-
callv. [fwe are to solve manv of the problems facing our
families. thev said. we must have committed leaders.

Finallv. the delegates asserted that we have model
programs that show us whatworks. We should adaptiocal
model programsto other communitiesand expand model
programs for speciai needs children to fit all children.
Elements of the most cited model program. Head Start.

could be incorporated in the primarvgrades. for instance,

Transitions Through Health, Education,
and Social Service Systems

Allparents and children experience transitions. The
Parent Work Groups agreed that parents. agency offi-
cials. and community people all have roles and respon-
sibilitiesin the successful transition of children through
health, education. and social service programs. Being
ready to learn. thev said. is more than making children
readyv for schools: it's also making schools ready for
children. They concluded with what they cailed the
“rule of the three C’s.” which thev said drives successful
transitions: Consistency, continuity, and coordination
of services are all necessary to promoting healthy chil-

dren—and families—ready to learn.

Roles and Responsibilities of Parents During
Transitions

As thev discussed parental roles and responsibilities in
transition. the 12 work groups centered their thoughts

on the following question: How do we, as parents.

TRANSITIONS '

ensure a smooth transition from birth through infancy
to early childhood to being healthy and ready to learn
for entering school? One response wassounded repeat-
edlv:

transition process because thev are the best evaluators

Parents need to be active participants in the

of their children’s needs, including health and special
equipment needs. To participate in transitions. parents
must be prepared for the transition process. A transi-
tion from one program to another requires adjust-
ments for both parent and child. Therefore.a smooth
transition begins with the transition of the parent.
Examples of ways the delegates have participated in
transitions and prepared their children for them in-
cluded touring a new school or health facilitv with the
child. introducing children to new people to acquaint
them with new teachers or specialists. and learning a
program’s daily routine and talking to children about it
be* re immersing theminit. The groupsall agreed that
mawnmng these preparations for anv transition isimpor-
tant to evervone's well-being. The parents recom-

mended that health providers. school administrators.
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and service providersdevelop transition resource manu-
als concerning their programs and services for families.

Agreement was unanimous that parents must be
good recordkeepers in order to make successful transi-
tions; the parents must also ensure that records are
transferred when a child makes a transition out of one
health. education, or social service program or system
andintoanother. These records, the delegates pointed
out. include financial records for program eligibility.
medical records forimmunizations and tests taken. and
school records for credits.

Luring transitions. as well as in other stages of
working with the systems. the delegates said parents
mustdemandrespectand develop self-esteem for them-
selves and their children. To help ensure children’s
self-esteem during transitions. parents must make sure
the children know their feelings about transition are
important. Some parents have a special responsibility
for developing the self-esteem of their children and

making transitions smooth. Parents with children in

. TRANSITIONS

special programs, for example, must make sure they
don't fall prey to the stigma that others often create
when children need more than usual services. The
parents complained that practitioners do not value
parents as human beings. They were critical of people
administering health, education, and social service pro-
grams who sometimes act as though thev own the
children. Phrases such as “parents are professionals.
too™ and “label cans. not kids" were voiced throughout
the conference.

The delegates agreed that parents need to be good
role models, and becoming good models sometimes
means finding good models for themselves first. [t also
means that parents need to watch out for other children
in the community, and teach better parenting skills to
parents who don 't adequatelv tulfill the role of parent.

As the conference was ending. one delegate com-
mented. *I thought [ was a prettv good parent when |
came here. But with all I've heard and learned here. |
know ['ll be a better parent in the future.” The other

delegatesagreed with thissentimentand added thatthe
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Conference has given them anewrole: They have been
charged with the responsibility of returning to their
communities to meet with officials of programs that
affect their children and to define the role of parents for

the professionals involved.

Barriers Families Face During Transitions

To openadialogon barrierstosuccessful transition. the
~elegates focused on one question: What makes it
difficult for my child and me to move from one program
to another?

One universal need for making transitions more
successful was ior parents, providers. and government
officials to improve communications. The parents felt
that better communication among agencies would de-
crease turf wars. prevent duplication of services. and
promote the continuity of services. The delegates
voiced concern that, too manv times, they have found
that professionalsin office Adon’tknow what programs
are available through office B—even when A and B are
under the same umbrella agency. The parents pointed
out that one-stop shopping is just as important for
smooth transitions asitis for entrvinto programs. They
also called for development of one universal applica-
tion form for a variety of public assistance programs.
such as WIC. AFDC. and Food Stamps. They insisted
that transitions would be smoother if files were tracked
through a computer system that is accessible to staff in
all State programs.

Parents said thev need to receive the reports
written about their children so that they can assume the
role of recordkeeper. Butifreportsand other program

materials are to be useful. tl* ‘v cannotcontain technical

jargon. rustead. they must be written in the language of

the parents. That might mean having materials in
foreign languages for parents who do notspeak English
or having them developed as picture books for parents
who are illiterate. One delegate told of a Spanish-
speaking mother of a mentally retarded girl who at-
tended public school. For 4 vears. the mother did not
know about the child's educational progress, problems.

or needs because evervthing she received from the
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school was written in English. and none of the school
staff spoke Spanish.

Parents repeated that, during transitions (as in
other phases), program materials and staff must be sensi-
tive to all different tvpes of cultures: they must be sensitive
to social and financial status. too. The delegates com-
plained that case workers tend to stereotype and pigeon-
hole people. too oftenignoring clients’ backgrounds and
histories. Successful transitions. the delegates said. de-
pend on evervone involved trusting each other: inappro-
priate communications do not breed trust.

Another universally noted need was for parents
to be involved consistently during transition. Parent
boards that are proportionately representative of eth-
nic, racial, and cultural differences give all parents an
important voice in program design and policvmaking.
which can help them prepare theirchild for transition.
After transition occurs. parents still need to be in-
volved. The parents repeatediv cited Head Start as a
good example of a program that keeps parents in-
volved: but after Head Start, parents need to make an
extra cffort to stav involved in their children’s other

educational opportunities.

The delegatessaid that supportgroupsare needed
even more during transitions, and they advocated that
programs work with support groups to make transitions
more positive. But even if support groups are not
available.delegates said programsshould provide coun-
selors to help get parents involved and to prepare them
for transitions into and out of programs.

Once again. the work groups cited a need to
decrease the time parents spend on paperwork by
developing less complex forms. In addition. delegates
said agencies must be directed to reduce the time they
take to decide an applicant’s eligibilitv. Iinplementing
these changes would help families make more timelv
transitions and provide more motivation for families to
move from one program to another.

Delegates from small towns everywhere pointed
out that families in rural America often have no re-
sources in their hometowns to meet some children’s
health, education, or social service needs; travel dis-
tances to available providers can be long, and public
transportation is seldom availe.le.

If transitions are to be successful, programs need to
be as flexible as program administrators expect the fami-
lies to be. Flexibilitvshould begin with program eligibility
criteria and then continue to the program structure and
facilities. Many delegates remarked that family and indi-
vidual needs stll exist when income levels change, but
eligibility criteria are often too rigid to accommodate the
transition. Too often. the parents noted. agencies over-
look the need for their offices to be open when parents
can gain accessto them. after traditional business hours or
onweekends. for example. Astoryfrom one delegate, the
motherofachild with phvsical disabilities. documents the
need for flexible facilities. The child’s classroom contains
a restroom. However the delegate’s son. who uscs a
wheelchair, and his attendant were not allowed to use
these facilities because he requires more time than the
other children. Thev had to go across the school gym toa
communal restroom because the teachersdidn twant the
other children waiting in line for the bov. Some flexibilit
in the program would have made him feel more welcome
and comfortable, and itwould have made his ransition to

the classroom much more positive.
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Labor laws need to be enacted to make emplovers
more considerate of the needs of people with children.
particularly poor working parents. One parent del-
egate surprised even her understanding colleagueswhen
she told that her emplover. a hospital. would not give
her time off to come to the Surgeon General’s Confer-
ence: she had to deduct the Conference from sick and
vacation leave, which she also uses when her child has a
medical appointment or a day off from school.

Parents reported that they and their children are
constantly facing new transitions. They suggested that
some of these transitions and their associated problems
could be eliminated. if all levels of government would
stop the frustrating practice of abolishing programs
that families depend on without notice. Unstable fund-
ing from all levels of government is another frustrating
barrier parenis hurdle during transitions in heaith.
education. and social service programs. The parents
felt strongly that funding should not be based on grants
or time limits.

Solutions, Resources, and Partnerships for
Improving Transitions

As in the other stages. improved communication dur-
ing transitions was one of the most often cited needs.
and parents repeated their suggestions of using 800
numbers for information clearinghouses and hotlines,
especiallv for State program information. and creating
local phone directories for resources or computer data-
bases that would be updated vearlv with current infor-
mation on various programs. Some delegates noted
that hotlines need to have bilingual operators who are
representative of the calling population. One delegate
commented, “Where's 1-800-MEDICAID? There's no
trouble finding 1-800-SEX.”

To address the need for culturallv relevant pro-
grams and culturallv sensitive staff people. the del-
egatessuggested that professionals. particularly the first
points of contact in a program or service. be given

sensitivity training so thev know how to avoid offending
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people from various ethnic backgrounds, social classes.
and financial means.

Parents said thev could use guidance through the
health. education. and social service systems. Onesuch

guide they proposed was using system veterans as men-

tors for new parents: these veterans could become

personal mentors or could develop resource manuals
that parents new to programs would receive for assis-
tance and advice. Thev could also encourage new
parents to seek out community-based groups, particu-
larly support groups.

Doctors and hospitals could provide guidance to
parents through expanded prenatal and paren ting train-
ing. Thev could also distribute information and do
outreach for State and community programs through
packets that would be given to every parent of a new-
born. Service providers could assign a full-time staff
person to help people with transitions into and out of
the program or service.

A number of regions discussed total communitv
ownership of programs as another solution to
promoting parental involvement. In other words.
programs have to be familiar to evervone in the
community, not just parents. It is also important to
involve parents in evaluation teams for clinics, schools.
and social service agencies.

The delegates found no shortage of solutions.
cither, for how to decrease paperwork and modernize
programs. As was previously discussed, every work
group advocated one-stop shopping, sensible hours
that fit parent schedules. and the use of a single form for
several assistance programs. Likewise. manv parents
proposed that one case worker be assigned to work with
a family for all public assistance programs. rather than
one worker tor each program. This practice would
allow families and case workers to develop a more
trusting relationship and would reduce duplication of
questioning and processing.

The delegates also offered more solutions to the
problem of rigid cligibilitv standards. The delegates
suggested thatassistance programs base their decisionson
take-home pav. not gross income. One mother said. "It 1

brought home mygross pav. Iwouldn'tneed the services.”
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The delegates also suggested that the Government de-
velop hardship deductions that would be used in calculat-
ing eligibility for services and programs. Another call was
for a safety net for families who don't always fit within the
parameters of assistance programs but are needful of
help. even forashorttime. An example of such asituation
came from a southern delegate who told that she was
living in the north when her doctor said her child was
dyving and needed to live in a warm climate. She and the
child moved to Florida. but the father, who couldn’t find
a comparable job in Florida. staved in Michigan. The
woman applied for some assistance but was told she
wouldn’t be eligible unless she first filed abandonment
charges against her husband.

All work groups discussed legislative solutions and
regulatorv relief to some of the barriers to successtul
transitions. One remedy, the delegates agreed. is that
parents have to support and elect family advocates at all
governmental levels. Another recommendation is for the
Government to simplifv application and eligibility re-
quirements. A third solution involves getting parental
leave bills passed: they have been proposed but rtow they
must be enacted so that parents. especially poor working
parents. can have time away from their jobs without being
penalized when a child needs tosee aspecialistor go to an
interview for a new educational program.

A number of delegates expressed concern that
laws supporting families have been enacted butare not
being enforced. at least not evervwhere. Delegates
from New York. New Jersev. and Puerto Rico. for
instance, made a laundry list of needs that delegates
from the Virgin Islands said their territorial govern-
ment is addressing through the provisions and man-
dates in the Education for All Handicapped Act (Pub-
lic Law 99-457). which targets children aged 0 to 2who
are at risk.

The parentsdi.not let themselves off the hook as
tar as developing solutions was concerned. The parent-
directed solutions included acting assertively on the
child’s behalf. teaching children their rights so they can
become their own advocates, training them to be coop-
erative (even when others are not). helping them un-

derstand it's not their fault when difficult teachers or

caregiverscan’tbe circumvented, and confronting teach-
ers who don’t respect children or who belittle them,

especially in front of other children.

Programs That Parents Grade A+
When the delegates were asked to make a wish list of what
amodel program would be like, succinct descriptors were
given quickly. In summary. the parents said programs
must be childcentered and family friendly, be easily
accessible. have broad eligibility standards, be
antidiscriminatorv and multilingual, be well promoted.
provide individualized service, be staffed sufficienty, and
have hours of service that are convenient to parents.

Parents also cited a number of programs that they
telt were exemplary in their administration or service.
Public Law 99-457. for children at risk aged 0 to 2 vears, is
a good example of a seamless and effective system. New
parents need to be targeted for special attention. Public
Law 99457 should be expanded to benefitolder children
and children who do not have special needs, and should
include familv planning and prenatal and neonatal ser-
vices. More vaccines could also be delivered through this
program. Other generic programs, or those based in
many States. included Head Start. school-based clinic
programs. Home Instruction Program for Preschool
Youngsters (HIPPY). workshops on the develop-nent of
Individual Education Plans (IEPs), United Way services.
Pathways to Understanding, and Family Resource Cen-
ters. Local or regional programs are listed in the descrip-
tions of individual work groups. which follow.

The delegates offered these recommendations
with the hope that many of them will be implemented.
One parent concluded. “We've said all this before: is

anvone listeningz"

Y,
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Regional Issues

Region 1 delegates stressed the im-
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participate with schools and service providers as
respected partners. For instance. parents should be
allowed toattend in-service training sessions for service
providers. and they should serve on boards that direct
the activities of programs. Parents should be informed
of their rights as they participate in the systems: i.e..
policies and options should be not onlywritten butaiso
publicized. Policies that resultin children being taken
from their parents should be scrutinized clesely. Par-
ents should not be afraid to express their needs. The
delegatesalso complained thatsocial service and health
care systems are rigid. bureaucratic, and overspecial-
ized. with the result that parents feel lost within these
svstems. The delegateswere concerned that the service
providers are not accountable for the quality of service
thev provide. Parents need support from the systems
and from their emplovers (e.g., flexible hours) to
participate. Providers and emplovers must recognize
that parents, particularly single parents. can’t “do it

all”; thev have physical and emotional limitations (such

as lack of time and an abundance of stress).

Parents from the New England States were con-
cerned that children are subjected to transiuions too in New Hampshire. which coordinates nutrition educa-
often simply because their age dictates they move into

tion in schools: the Upper Valley Support Groupin New
a new program. These delegates felt that instead of

Hampshire and Vermont: Growing Up OK in Bristol.
Vermont: Early Childhood Group in Middlebury. Ver-

mont: Collaboration for Children in Massachusetts:

chronological age. abilities and developmental stages
should be the factors that determine readiness to move

on, up. or out. Thevnoted that thisconcern isespecially Earlv Childhood Network in Aroostook. Maine: Devel-

oping Capable People Transition Task Force and Child
concerr. peculiar to this group was that changes in Find. both in Rhode Isiand.

important for children with special needs. Another

philosophy among programs impede successful transi-
tions. As a solution. thev suggested that schools host
parentworkshops that demonstrate the curriculum and
tell parents how thev can complement it at home.
Region | delegates echoed the sentimentsof mostother
groups concerning how programs and people must be
sensitive to differences i cthnic. financial. and social
status. But this group added a unique parental role to
the equation: Mothers and fathers must make sure that
caregiversand service providers understand and appre-
ciate individual family values. as well.

Among the model programs in the New England
States that the delegates cited are Elliot's Healthy Kids

Q U 2
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NEW JERSEY R
NEW YORK TN

PUERTO RICO

VIRGIN ISLANDS

Indicating their commitment to finding solutions to the prob-
lems discussed. the Region 2 delegates held an impromptu
meeting on their own time to outlinea proposal for establishing
a model health, education. and social service system. The
proposal calls for a Federal initiative mandating a partnership
across Federal agencies, the Office of Management and Bud-
get, key Congressional committees, and families representing
local areas. The initiative would establish a formal structure for
implementing the following principles at all local levels:

* A client- and family<entered program philosophy that
empbhasizes parent involvement in children’s programs,
and that is accovntable to the individuals served.

* A creative and flexible atmosphere within the systems

brought about by regulatory relief from bureaucracy
and "red tape.”

% The standardization of eligibility requirements across
all service programs and simplification of the process for
establishing a client’s eligibility.

* Easier access to services provided by centralized directo-
ries of services, one-stop shopping, and flexible hours.

* Anintegrated approach to service delivery using unified
case management and followup.

* The roration of service personnel and continuous train-
ing and cross-training to reduce burnout and promote
sharing of information across programs within the sys-
tems.

* Increased parental community involvement. Parents
could make valuable contributions, especially for public
relations, outrcacii to new families, and advertising of
services. To promote parentinvolvement, use acommu-
nitv-based approach and allow for flexible work sched-
ules, Seek collaboration with businesses. churches, and
other community organizations.

Q

E MC 46 Parents Speak Out for America’s Children

entering health. education, and so-
cial service systems should network

- > with more experienced parentsand

-4\
—_—— M play active roles in parents’ organi-

zations. The delegates also advised

—_ ~——r thatresource coordinatorsbeassigned
— s to families to help simplifv the entry
TS —— - B

- : .
- Z2%. process and assist the parents as they

learn about and access the programs thev need.
Application and entry procedures are far too daunting;
parents can feel lost trving to enter the system. One-
stop shoppi.sg for services was strongly recommended.
Office hours must be builtaround the needs of working
parents. In addition, agencies need to expand their
public service announcements and make a greater
overall effort to keep parents informed about available
resources. The delegates recommended a toll-free
information hotline, along with support groups and
other programs designed to make parents. especially
teenage parents. more aware of their responsibilities.
The Region 2 delegates felt that the parents’ role

in networking does not end with active participation in
the systems. Parents should enlist other families into
programs. The delegates also agreed that parents
should have a stronger role in developing agency pro-
cedures and policv. Parents need greater representa-
tion on agency advisory boards. Parents also should be
involved in reforming health, education. and social
service svstems to benefit families. For instance. the
delegates cited numerous problems with Medicaid.
such as lack of physicians who accept Medicaid and
long waiting lists for those who do. In addition to
needed reforms in services. the delegates cited a need
to change our society’s attitude toward families receiv-
ing assistance from the systems. Theyare stigmatized in
the public's perception as lazy and uncaring, and even
the social service workers often behave rudely toward
parents. Thissituation causes high frustration levels for
families who participate in programs and prevents
others from participating. The delegates felt that this
behavior by service providersisa symptom of emplovee
burnout. and recommended thatemplovees ve rotated

)
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to different positions within their agencies on aregular
basis. This solution would also provide employees with
a wider range of experience and information about
how their agencies work—information that they can
pass on to parents.

Delegates from Region 2 considered the parent’s
role in transitions as acting assertively or aggressively
and emphasized that it must begin as soon as a child’s
needs are diagnosed. It is the parent’s responsibility,
they said, to demand access to and information about
the prenatal and postpartum care their child with
special needs might require. However. to encourage
parents to act assertively. thevagreed. the Nation must
develop effective parent education. That education is
linked to another need cited by Region 2 delegates.
Thev wanted the Surgeon General to know that the
counuy needs 1o establish an infrastructure to assist
parents through their children’s continuous transi-
tions. Another important issue to this group was the
lack of quality control in services. They remarked that
uniess quality control in health, education. and social
service systems is consistent, transitions will never be
better than mediocre.

Puerto Rico’s
Project ESPA (Es-
cuela Para Padres Ad-
ultos. Project School

for Adult Parents) was

In addition, the Region 2 delegates recommended
establishing a Federal initiative to institute a formal
strycture for implementing several principles in health,
education. and social service systems. In implementing
this initiative, the Region £ delegates recommended
the following approach: (1) linking it to America 2000
or similar pregram; (2) involving the private sector; (3)
borrowing strategies that work from existing model
programs and integrating them vertically and
horizontallvinto community programs: (4) designating
the Surgeon General to head the initiative and enlist
the participationand cooperation of all relevant Federal
agencies: and {3) recruiting parents who represent the
diverse communities of the United States to be the
liaison between government, community, and business
representatives in the initiative. The delegates
recommended recruiting and organizing these parents

through a national clearinghouse and compensating

them as experts for their work on the initiative.
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! . _ ' o REGI 0 N 3 Region 3 delegates underlined the

importance of special programs for

DELAWARE e _ ~ teenage parents to help them cope
— ""’/,:n S -~ with theirrole as parentsand to make

DISTRICT OF T T :.._,,:_:;/—’( ~ themaware of available services. Thev
COLUMBIA —_— “ﬁ:‘ _;:’ﬁ also expressed thatentrvinto programs
- .v\____"":_' " would be facilitated by barrierfree

MARYLAND o N :*‘*Tn health care centers and resource coordi-
AT . . nators for special needs children. To

PENNSYLVANIA inform parents about available services. lists of services

could accompany birth certificates: private doctors
should alwavs have such lists on hand. The special
VIRGINIA S b
needs of foster children demand greater attention:
medical charts and equipment for foster children with
WEST VIRGINIA ! qup ster chrdren
special needs should follow the children in a timely
manner. Family leave would allow parents time not
onlv to address their own infants’ special health needs.
but also to help other parents and their children.

While all regions discussed legislative solutions and

regulatorv relief to some

problems families face. Re-
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To enhance participation in the systems. the Re-
gion 3 delegatesstated that programs should be commu-
nity based whenever possible. administered by people
who live in the communities. The delegates also recom-
mended that the recipients or parttime recipients of
services be hired to administer the services as well. to help
bridge the gap between bureaucraciesand families. They
viewed the role of parents participating in the systems as
that of decisionmakerswho help empower familiesreceiv-
ing services. although they admitted that the systems do
notallow for parentalinvolvement in policymaking. They
were most concerned about the lack of cultural sensitivity
displaved by the svstems. lack of training for service
providers. and the negative stereotyping of recipients of
services. Thev also complained about the systems’ bu-
reaucracy and the poor use of resources. resulting in the
lack of servicesin some areas. and the lack of information
about services. The delegates from the mid-Atlantic
States advocated financial solutions to parents’ needs.
They suggested creating tax credits for parents who keep
children with special needs at home (rather than institu-
tionalizing them at Government expense). creating tax
benefits for emplovers who hire individuals with special
needs or their parents. and making funds available for
affordable davcare.

The Region 3 delegates maintained that transitions
would be facilitated if programs focused on prevention of
problems before crises occur. Although preventive ser-
vices may require a higher initial investment. these par-
ents asserted. thev would present significant cost savings
to the Government in the long term.

Thev also commented that therc is a Iack of
continuity of services as transitions are made within the
svstems. Delegates told how some children with special
needs were given assistive devices to help them in
school but that the equipment remained the school’s
property. In some cases. the equipment was not ¢ven
allowed to leave the building when the child wenthome
for the evening: even more often. a child was not
allowed to take the devices to a new school—even one
in the same svstem—as he or she matriculated. The
delegates warned that these policies do not promote

smooth transitions for parents or children. A father

from Pennsvlvania was able 1o add some hope to this
discussion when he told how his State had bypassed the
problem with asolution that benefitted evervone. In his
State. parents of a child with special needs can spend up
to $1,500 annually on assistive devices such as reading
hoards. The parents buy the device, butare reimbursed
by the State. Their child can use the item until he or she
outgrows it or leaves the State school system. Then the
equipmentis returned to the school, where it becomes
available to another child.

This regional group also advocated that solutions
must be svstemic; programs and services cannot con-
tinue to respond to problems on a case-by-case basis.
One parent said her child's school had rerouted a bus
so it could transport a child with disabilities. But that
change in the route meant that some children rode the
bus 4 hoursaday. The school responded to a particular
case. not the underlving problem that it did not have
enough buses accessible to children with disabilites.
When another child with disabilities needed transpor-
tation. the problem had to bereaddressed. The parents
maintained that the school svstem should have broad-
ened its solution the first time by buyving another bus
and hiring another driver, a solution they felt would be
cost effective in the long run.

Model programs cited by the Region 3 delegates
include Pennsyvivania’s Development Disability. which
funds support groups. and the Communication Coun-
cil. which involved parents as it rewrote the State-level
standards for special education: the District of
Columbia's Equipment Loan program. which funds
equipment for special needs children, and the Parents
and Friends of Children with Special Needs. a parent
support group; Marvland's Special Mothers in Train-
ing.a 5-week training program for parents with disabili-
ties. and New Visions. a program that uses parents as
case managers: West Virginia's Public Health Screen-
ing. designed to meet the needs of parents who do not
qualifv for Medicaid but cannot afford health insur-
ance; corporate Adopt-a-School programs:and Virginia's
Department of Education/Division of Special Educa-
tion Programs. which provides information on child

development.
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facing families. The delegates stressed that job stability
and good housing are critical components of heaith.
Parents need family sick leave policies and release time to
obtain the services thev need. Housing ordinances need
to be enforced. Also needed are better daycare services
and respite care services for overburdened parents.
Severalregions considered some untraditional ways
to improve communications to facilitate transitions. Region
4 delegates made a unique recommendation: Involve
parents in peer group visitation programs. One mother
told how her community solicits experienced parents to
visit the homes of new parents and offer friendly.
nonthreatening advice about programs,. services, support
groups. and organizations that are available to them.
These visits. she added. are made to all new parents. not
just parents of children with special health. education. or
financial needs. The parentsfrom the southeastern States
also pointed out the importance of families’ making time
for children between transitions; evervone needsabreak,
thevsaid. especiallvwhen a transition involvesachange in

marital status. living arrangements. or health care.
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Some model programs cited by the Region 4
delegatesinclude Kentucky's Family Resource and Youth
Service Centers. created as part of the Kentucky Educa-
tion Reform Act and operated through the schools to
benefit children and families at risk; the Eastern Ken-
tucky Child Care Coalition, a private resource develop-
ment agency that offers training and assistance to
childcare providersand families; and Mississippi’s Fami-
lies as Allies. a network of families with special needs
children. The Florida delegation shared materials on
several public and private programs from their State:
Infants & Toddlers: Florida's Interagency Program for
Children and Their Families, which has established the
Directorvof EarlyChildhood Services.accessible through
an 800 telephone number: Collaborative Adolescent
Parenting Program (CAPP), an intergovernmental, in-
teragency. community-based effort to support teenage
parents; Family Connections. which provides servicesto
low-income teenage parents, and Family Interaction
Now (FIN), a family support program for recovering
pregnant and postpartum addicts. both sponsored by
the Child Care Connection of Broward County, Inc.,a
private, nonprofit organization that supplies Title XX
childcare; Casa Madonna, an aftercare program for
Hispanic substance-abusing mothers. which is spon-
sored by the Miami Mental Health Center. Inc.; The
Bridge, sponsored by Family Health Services, Inc..which
provides a mix of services to voung mothers and their
children; and Project MITCH (Model of Interdiscipli-
narv Training for Children with Handicaps), which
provides training to parents and other care givers.
through funding from the Florida Department of Edu-
cation to the Florida Diagnosticand Learning Resources
Svstem/South. Inaddition. the Department of Health
and Rehabilitative Services sponsors First Steps and the

Community Resource Mother or Father Program.
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service svstem was criticized for having no builtin
mechanism bv which parents can get answers to their
many questions and a svmpathetic ear for their
complaints. The svstems are generally perceived as
bureaucratic. rigid, « nd insensitive. Parents need to
plavagreaterrole in policv decisionsand actasadvisors
to programs. For instance. many of the delegates felt

that parents should work with their schools to explore

.1,
il

lisvof dress codesand establish other policies.
When this group discussed the parental role of being
an advocate, they commented that parents need to
take this vesponsibility to the fullest. Thev must be
involved in the school or program. know evervone
from school board members to administrators to
teachers. and become a presence in their child’s
education. Schools. in turn. need to forge stronger
linkswith the socialservice systemsand local businesses.
Another importantissue to the Region 5 delegates was
that needs must be prioritized before monev is spent.
that programs must be accountable for how the monev
is spent. and that programs should be evaluated by
unbiased parties. The delegates expressed that
programs must address the underlving causes of
problems families face and that services should provide
healing as families participate. not give them just a
“hand-aid fix.”

The Midwestern delegates repeatediv said that par-
entsneed to begin at childhood to prepare their children
for tize wltimate transition from child to parent. They
advocated reaching out to children to show them how to
be parentsand to explain theresponsibilities thatgo along
with the role. Thev recommended that schools teach
basic life skills. beginning at an <arlv age, so that children
will be prepared to parent the next generation.

These parents also stressed that communication
among parents and between parents and programs is
kev to successful transitions. Thevstated that strategies
to improve communication should include outreach
programs to draw new families and to truly affect the
community. Region 5 delegates looked to the Surgeon
General to be more than a partner with them in making
healthy children ready to learn. They agreed that she
must be the administration’s advocate for families. She
must be among the ranks of people who hold health,
education. and social service systems accountable for
ensuring that children and parents can make transi-
tions between programs smoothiy.

Model programs cited by the Region 5 delegates
include the IHinois Governor's Education Initiative,
which involves parents in school policy decisions. Un-
der this program, 35 communities discussed the reallo-
cation of funds to allow State agencies to coordinate
their efforts and develop stronger ties with the school
svstem.  Another Illinois program. Families With A
Future. funds prenatal care, home visits. a children’s
clinic. nursing care. and certified advisers who coach
mothers as thev enter the social service system: volun-
teers provide transportation. In Minnesota. the Leave
No Child Behind program funds learning readiness.
Other programs in Minnesota include Challenge 2000,
The
Ohio delegates cited Family and Children First. and

Parent Involvement. and Learning Readiness.

Indiana parents praised the Indiana University Medical
Center's James Whitcomb Rilev Children’s Hospital as
amodel for caring forsick children and supporting the
families during times of crisis. Michigan programs in-
clude the Latino Outreach Program in Detroit and

Project Uptown.
vy
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representative of the local community. Servicesare hot
oriented around family needs: families have to travel
long distances to appoinuments because of the limited
number of providers in these States. and then they are
forced to wait and waste time. Services should be
located as near families homes as possible. Why notset
up on-site facilities so that parents can attend to other
important familv business. such as doing laundry? The
delegates insisted that parents need more creative and
policy input into the svstems and should be given the
opportunity to submit evaluations of providers.
There was national consensus that successful tran-
sitions begin at home. but Region 6 delegates States
added the advice that some situations demand special
cfforts. Thev commented that foster parents must be
careful to validate their children’s feelings at all times.
Foster children have an extraordinary need to develop
their self-esteem. Without thisesteem. the parentssaid.
children will not get the maximum benefit from transi-
tions. Communications with children and caregivers
has to be two-wav. While itis imperative that parents be
vocal advocates tor their families and recognize their

power as parents. these delegates agreed, it is also

critical that thev listen to the children and the profes-
sionals taking care of them. Parents in Region 6 also
pointed out that mainstreaming is not available in all
communities. but itis a universal right of children to be
allowed to mainstream. Parents. they said. need to
demand this right for their families. The Region 6
delegates stressed that access issues must be addressed
and that agreements are needed among agencies to
form health and medical partnerships to better serve
our Nation's families,

The Children’s Hospital in Arkansas. which al-
readv has a hotline. was cited as a model program.
Other Arkansas programs include Arkansas Better
Chance. Child Find. Children’s Medical Services. and
Focus in Bilvtheville. Adult Learning Center in Shreve-
port. Louisiana. combines infant care. literacy training.
and a welfare office. Dallas. Texas. has a quality infant
care program for teenage mothers and helps themwith
the transition to Head Start. Another Texas program
cited was the Childcare Management System in El Paso.
Oklahoma programs include the Institute for Child

Advocacy, Sooner Start. and Oasis.

Fah
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' consistent from State to State. and par-
NEBRASKA ents who relocate in new communities have to repeat
the lengthy application process. Because information
on services is lacking, in Missouri. some neighbors go

door to door with flvers and other information.

As families participate in programs. the Region 7
delegatesrecommended that parentsseek an allvwho can
be relied upon to supply accurate information. In turn.
parents should share their knowledge of the programs
with others. Parents also have a responsibility to establish

a positive interaction with the caseworker togive feedback

on the services received. In

developing these relation-

ships. however. they warned
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The Region 7 delegates expressed a need for
more vear-round programs for their children. Thevalso
suggested full-dav Head Start programs or collocating
Head Start with providers of Title XX or other childcare
programs. Theyvwould like to have childcare available
for their special needs children so that thev can attend
activities in which their “normal” children are involved.
They described how special needs children are often
denied activities simply because thev are labeled as
disabled. even though the parents think thev are ca-
pable of participating. For example. one mothershared
that her child was not allowed to ride a horse even
though her husband was planning to ride with the child
and take full responsibility for the child’s satetv. Thev
urged that we “put labels on cans. not on children.”

Like delegates from oth :r regions. these parents
said that. to ensure smooth transitions. thev must be
good recordkeepers and make sure their children’s
needsare communicated when recordsare transferred.
Because those needs are not alwavs part of an official
record, parents must alert professionals to them. For
example. 1ealth care professionals mav be proficientat
doing G+ube feedings. buta parent may be the onlvone
to knov; that his or her child needs to be fed for 10
minutes. then rested for 10 minutes, betore finishing
the feeding. Caregivers might know how to get a child
ready for bed. but parents know which children won’t
go to sleep without their teddy bears in hand. At the
same time. caregivers need to communicate fullv with
parents. These parents prefer honest answers to their
questions. Thev insisted that caregivers should “tell it
like it is” and not “beat around the bush.” particularly
when the information concerns their children.

Thedelegatesagreed thatamodel program would
have a single point of entry even though a family might
need a dozen or more services. The model program
would cover all needs and disabilities and be based on

the philosophy that the svstems should adjust to the

needs of the familv. There would be a single set of

paperwork for all services and a resource coordinator
assigned to each familv to help the parents through the
bureaucratic maze. Prescreening of infants and Child

Find se¢tvices should be made available to all parents.

ERIC
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Thev cited the Nebraska Familyv Policy Act, which coor-
dinatesall services to needy families. and recommended
that a national policy modeled after this act be devel-
oped. These delegatesalso expanded the idea of parent
support groups and partnerships to include parent-to-
professional groups. professional-to-professional groups.
agency-to-agency partnerships, community-to-commu-
nitv partnerships, and State-to-State partnerships.

Kansas' model programsinclude Parentsas Teach-
ers, Healthv Start, the Parent Training and Information
Center. and Kevs for Networking, all in Topeka. 1.
Omaha. Nebraska, the First Step Infant Health Care
Project has prenatal programs and integrated services
for low-income mothers living in public housing. Un-
der Missouri’s First Steps program. resource coordina-
tors come to the home and explain available services to
parents. In St. Louis. Missouri. the Human Develop-
ment Corporation, Parents as First Teachers, and the
Parent/Child Center were reccommended. Missouri
and Nebraska each have inforination hotlines: In Mis-
souri the hotline is called Parent/Link. Kansasalso has
a Resource and Referral Svstem hotline. The Nebraska
Familv Support Network was cited as a model support
program. Missouri's Parkway Early Childhood Pro-
grams and Early Childhood Organization (ECHO) are
successful model programs. Towa has the Early Child-
hood Special Education program. the Parent Infant
Nuwrturing Center, the ARP Respite Care Training
Project. and Up With Famnilies.

Pt
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support childcare centers. for instance. Theyv suggested
that community programs such as the Young Men'’s Chris-
tian Association (YMCA), the Girl Scouts, and 4-H Clubs
be extended to all communites and that funds be pro-
vided to familieswho cannot afford these programs. They
recommended that parents lobby within their communi-
ties to sensitize leaders to the importance of the family as
the basic building block of the community. They stressed
that parents should be involved in program design and
planning. An example of veteran parent involvement
would be to visit new mothers in the hospital and serve as
mentors. They also stated that hospitals need to allocate
funds for followup care.

Like the parents from Region 7. the Region 3
parents said thatitis their role to inform programs about
their children sparticular behaviorsand needs that might
not be part of an official record. These delegates talked
about the importance of informing new service and care
providers. before the transition takes place. about trigger
mechanisms that evoke certain behaviors and ways the
parent has found to control behavioral problems. Tran-
sitions can be difficult and become amonumental hurdle
to a familv’s development. When a transition is made.
these delegates said. families need to celebrate their
mutual or individual achievement.

The Region 8 delegates advocated that training in

parenting skills and proper nutrition shouid be part of

the basic school curriculum. Furthermore. they main-
tained that parental education is a role that religious
bodies should 4ssume. Part of that education. regard-
less of its source. should be to help parents develop a
positive parenting vision. Itwould be wise for educators
to remember that not every parent’s childhood lends
itself to such positive experiencesand that not evervone
has an instinctive vision about parenting. This group
looked at education in America and declared that we
must become a nation of learners. Parents need to
redevelop their own enthusiasm for learning if thev are
going to create such an enthusiasm in their children.
The Region 8 delegates cited aneed for more mingling
of Federal. State. and local funds to support programs.
Thev slso added that programs should be run in a
manner similar to businesses. with measures to ensure
that those who use the programs are receiving the value
that thev are intended to provide.

Existing .nodel programs they cited were Partners
in Leadership. Family Resource Centers, Effective Parents
Project. Parent Education and Assistance for Kids (PEAK)
Parent Center. the Disability Information and Referral
Senvice (DIRS) Hotline, Connect, and El Groupa Vida in
Colorado; Ask A Nurse and First Stepsin Montana: Track-
ing in North Dakota; and Baby Your Baby in Utah.
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Pacific protectorates shared their concerns about the
overwhelming responsibilities of being parents. They
said that parents need hope to get them through daily
living and especiallv in situations when transitions are
involved. To give families hope, Government agencies
and other service providers need to help them fulfill

basic needs. including those for housing, health care.

and nutrition. These parents also noted the lack of

collaboration among agencies and the lack of consis-
tency across agencies. both of which make transitions
more difficult. Thev cited a need for referral persons
within agencies to help families deal with transition
issues. The Nation as a whole (especially all people
caring for its children) needs to comprehend the ef-
fects of such familv problems as broken homes and
substance abuse: special concerns of parents who are
incarcerated or unemploved need to be understood
and taken into consideration when transitions are
necessary. Parents have a responsibility to network and
to be team plavers in helping to provide services, par-

ticularly during times of transition. Like the delegates

yrealthy: CrilkvEn —HBS

Wl s bt

from other regions, this group maintained that parents
must maintain information about their children. and
thev must prepare their children for transitions.

A model program would allocate funds for parent
networks. especially among mirority groups; involve
local media. churches, and other community organiza-
tions. including police to disseminate information:
involve greater parent participation:reduce paperwork
for applicants: ensure that programs and services are
better coordinated; and respond to information re-
quests in a timely manner. Examples of model pro-
grams cited by these delegates include the Murphy
School District in Phoenix, Arizone- California’s Healthy
Start Support Services for Children: Even Start in
Blackfoot. Idaho: the Maternal and Child Health Pro-
gram, Handicapped Children’s Resource Center, and
Referral for Services in the Mariana I[slands; and the

Washoe Pregnancy Center in Reno. Nevada.
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As a result, many Indians begin lite at risk and remain
so all their lives.

Native Americans feel that funds to combat these
problems are allocated on the basis of head counts
alone and that services are uneven and often discrimi-
nating. Mere funding was a universal recommenda-
tion. The Native American delegates added that some

funds need to be clearly targeted for Indian children so

that all their children’s needs can be met, regardless of

family income or tribal programs. As the 1990 census
indicates, more than 60 percent of Indians live off the
reservations in both urban and rural areas. In urban
areas. the Indian community is culturally diverse, some-
times representing several tribesand languages. Provid-
ers need to be aware of this cultural diversity, and
services should be provided in these urban areas. One
delegate told about being denied special health services
because a provider insisted that she use the reservation
hospital, which did not offer everything her condition
required. Another delegate told of a person who had
facial characteristics of an Indian but did not have a
tribal heritage; nevertheless, he was sent to the reserva-
tion for services.

Indian delegates reminded their white and Afri-
can-American colleagues that, as Native American par-
ents participate in programs. acting assertivelv to con-
front the systemand demand thatithecome responsive
defies tribal heritage and calture. Native American
parents will not be assertive merely because someone
tells them that they must. However, this problem can
be resolved if Native American parents accept the role
of teachers for practitioners who don’t understand
tribal customs and historv. Itis imperative that service
providers be taught that it is contrary to tribal culture
for a person to look directlv into another’s eves when
he or she speaks because social service providers have
been known to doubta person’s honesty because he or
she did not maintain cve contact with the practitioner
and denv benefits.  Other unique communication
barriers include the loss of information or misunder-
standing during translation. especially when all words
in tribal languages do not have an English equivalent.

orviceversa. Programs and the materialsthey use need

to be tied to cultural relevancy both for children and
parents.

Although confidentiality in health and social ser-
vice programs is a concern for all parents, it is particu-
larlyimportant for Native Americans. Confidentialityis
sometimes threatened when the programs are adminis-
tered by the tribe because the previders and recipients
of services are often acquainted or even related. Hold-
ing tribal staff accountable is very difficult. Neverthe-
less, these delegates, like their colleagues in all the
other regions. said a national database network for
social services is needed: however, they advised that
regulations ensure confidentiality among all services
and programs.

In another area, services and programs must rec-
ognize the distinct status of tribes as separate nations.
The delegates said that professionals need to be aware
ofand address issues of racism. and the system needs to
begin to see Indian parents as prime educators, espe-
cially educators of cultural heritage. Practitioners and
professionals tend to show little respect for the use of
elders for teaching tribal nations. thev added.

Head Start and WIC are considered model Fed-
eral programs. Newer programs that seem to be work-
ing well include Wisconsin Indian Network Genetic
Services (WINGS) (in Wisconsin and Oklahoma), which
identifies special needs children and helps coordinate
services for them; the Trails program. an Outward
Bound program: National Indian Youth Leadership, a
New Mexicomodel for vouth leadership and mentoring;
and Indian Child Welfare programs, aimed at keeping
Indian foster care and adopted children in Indian
families. The HomeBound and Babies Having Babies
programs in Oneida. Wisconsin. both scive teenage
mothers. Oklahoma has excellent referral centers in
the Tuisa Indian Health Care Resource Center and the
Oklahoma City Indian Health Clinic. The Pawnee
Benetits Program issues benefit cards that can be used

for care bv a private phvsician.

Y
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whole days of work. Transportation is often hard to
obtain. Crew leaders often do notallow parents time off
to attend meetings. Migrants are often subjected to
illegal treatment regarding Food Stamps allocation.
One delegate recommended that Food Stamp distribu-
tion be alphabetized for pickup at post offices. so that
recipients do not have to spend hours waiting in line.
Communication is often a problem for Migrants be-
~ause service providers lack enough bilingual staff or
I ave no one who can speak the client’s language.

Keeping Migrant children in school is a pressing
issue. Child labor laws are not enforced: children as
voung as 10 or 11 vears are hired to work in the fields.
Parents often have no recourse but to have their chil-
dren work: their family's livelihood depends on their
harvesting as much as possible, and each pair of hands
adds totheir production. Thisproblemiscompounded
by the lack of davcare for Migrant families. The result
is that small children are brought to the fields along side
working mothers, or i. evare leftin the care of children
who are too voung to work, and who are not much older
than their charges.

Migrant families, their conference representa-
tives pointed out. face transitions that are almost always
double-edged: they are geographic as well as develop-
mental. Migrant families are constantly making transi-
tions and that means new rules and new environments
for their children without anv mechanisms to prepare
for the adjustment. This continuiois movement means
continuallv losing friends and familv support.

This delegation commented that it is particularly
important for their parentsto be guardians of children’s
records. Itiscommon for Migrant families to complete
and file all the paperwork necessary to receive public
assistance. only to have the growing season change and
force a move to another State hefore the assistance
starts. When they get to the new State, they added. the
paperwork hasto be redone. Butguarding the records
does not alwavs guarantee that thev will be transterred
casily or correctly. These delegates said school credits
do not transfer from State to State verv easilv or uni-
formly, especially when students enroll in a new school

in the middle of a term. Migrant parentsrecommended

that the U.S. Department of Education devise a system
that allows classes and credits to transfer from other
States. These delegates also called forimproved access
toroutine programsasaway to make transitionssmooth.
They said that bad health conditions and no daycare,
after-school care, or social services are the norm for
communities where Migrant workers live. They urged
that enplovers of Migrant workers be closely moni-
tored regarding their emplovment practices, facilities,
and use of pesticides.

For Migrant parents. developing children’s self-
esteem often entails demanding respect for Migrant
families in general from teachers and other caregivers
or service providers. They complimented the confer-
ence cosponsors for including Migrant issues on the
agenda. saving that more of these opportunities are
needed. They urged the continued participation of
Migrant families so that they can be partners in raising
healthy children ready to learn.

The families agreed that a model program should
include classes in prenatal care, dental care. and En-
glish as a second language: make Head Start available
for all Migrant children; involve parents in policy deci-
sions; bring mobile health clinics to rural areas; fund
senior centers for care for the elderly: and sensitize
social service staffers to the special needs and cultural
differences of Migrant workers. Migrant families are
subjected to exceptional stresses and strains, and model
programs should take care to address the needs of the
family as a whole, to help maintain family integrity.

Among existing model programs, Washington
State has a Migrant Council that works with the whole
family; the East Coast Migrant Head Start provides
continuity of scrvices: and overall, Head Start is an
effective program because it is designed to serve the

family as a unit.
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n the final dav of the Conference. the more

than 700 paricipants came together to hear the

findings of the Parent Work Groups. The find-
ings were presented by three parent representatives, one
tor each of the topics discussed: awareness of and eruv
into health. educaton. and social service systems: partici-
paton in the systems: and transitions {rom one program
toanotherwithin the svstems. The parents prepared their
presentations of the findings by working with the work
group facilitators, recorders. and rapporteurs to deter-
mine a national consensus based upon the thorough
written notes of the work group sessions. After the parent
representatives presented the findings, the issues thev
raised were addressed by the Responder Panel. composed
of directors of kev Government agencies that provide
services to families. This dual panel composed of the
Parent Representatives and the Responder Panel was
moderated by Rear Admun 1 Julia Plotnick. Chief Nurse of
the U.S. Public Health Service.

Parent Representatives!

Awareness of and Lntry into Health,
Education, and Social Service Systems

Sherlita Reeves

Parent Delegate from Arkansas

Hi. She [Reuar Admiral Plomick] told vou 'm from
Clinton countrv. [ live in averv rural part of Arkansas.
and so that's the background I come from. I have two
children. T have a Havear-old who is normal. healthv.
and looks like she's 18, and an &vear-old who has spina
bifidat. a neuralgenic bladder. severely dislocated hips.
club feet. hvdrocephalus, and growth hormone defi-

cienevand who must take injections dailv.
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shealthy (rilavin “HBaGY o Taam -

I'm a multidegreed individual. and [ think I'm
well educated. but [ have 0 tell vou that nothing in my
life prepared me for being the parent ot asp :cial needs
child. But then. nothing prepared me for being the
parentof a teenager. cither. So.vouknow. voujust have
to learn as vou go.

My vear-old daughter. who nas spina bifida. has
been involved in programs like Head Start. which wasa
Presently she is on TEFRA

which. as manv of vou mav know. is the Katie Beckett

blessing to mv family,

waiver. and. again. that's been a Godsend to my familv.
It can be verv frustrating when vou are working

and tnving 1o do good for vour family. and just because

Uhe vemarks of the Parent Refrresentatives have heen edited for ddani.

Mhe Lax Fats and Foscal Responsibibiy et TEFRA Public L 97248,
cnaeted i 1YS2, alloes Stattes to amend then State Medicard plans sa that
chubdien wath speaial health care necds u ndey age 19 can recerve benefits whedr
Invang at home rven though SSErules requare institntionaleation ynder the
by ontena, Indiidual Katee Beckett wazvers provade the same entaile-
ments but were ganted on a case-Inscase luses, whereas TEFRA conens all
hildver m the State wiveomeet othey el crtenna. Ratie Beckett waneers
swere created tn 1982 and phasea out i 1984,
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vou are working and trving to do good. you don’t have
anvmore ot anideawhere to go forservices than people
who aren’t working and well educated. I mean, just
because vou have a college degree. doesn’t give vou any
greatinsightinto how to deal with children. That’s just
something we all have to learn.

It's my task today to summarize to vou the reports
from the groups on awareness and entry. and I wish to
let vou know that I am speaking to vou in a collaborative

voice. and not as a single individuai.

The Parents’ Roles and Responsibilities

The groups felt that the parents should first become
informed about their own children’s needs, and that
thev need to be informed about what services are
available. It'svery important to remember that knowl-
edge is power. And we need to know what our rights as
parents are.

Parents should be their children’s advocatcs. and
in order to do this. thev must first have a belief in
themselves. Thev've got to be able to meet their own
needs in order to be equal partners with professionals
and service providers. Parents should network with
other parents because there is great strength in num-
bers, but we have to keep in mind that networking can

be just one person with another person.

Issues of Concern

There’s just too much red tape and paperwork in
svstems that are not people oriented. It's verv difficult
to get into the systems. and once vou get in. vou don't
want to stav. An example of this is problems with the
Medicaid program. Medicaid says that they will pay for
services for children who are indicated by screenings,
but they are unwilling to pay providers enough money
to make it worth their while. And the end result is the
same: the child still gets no services.

The svstem is not set up to meet the needs of
people whose first language isnot English and who have
a different culture. Their hours are inflexible for
working people. If vou've gota 9-t0-3 job, alot of times
vou can't take off work to get vour child’s immuniza-

tions without endangering vour own job. That’s a

problem. There are barriers for physically impaired
people. There’s a lack of transportation to providers.
especially in remote rural areas. There is no account-
ability in the svstem. and if vou have a problem, there is
often no one to whom you can complain.

Our svstem fosters dependency. Generations are
growing up on a welfare svstem. and it's becoming the
only way of life that they know. In some cases, single
parents making minimum wage cannot afford private
health insurance to cover their children. And thus. in
manvy cases. it's easier to be dependent on the system
than itis to get a job. Welfare programs. such as AFDC.
cause families problems: families are unable to get
assistance a lot of times unless the father is willing to
leave the home. thus breaking up the family.

There aren’t enough tax dollars to go around.
There aren't enough dollars tu go around. Community
programs are forced to compete for the same funds.

This situation bre:-ks up the community.

Solutions

Now: we get down to the meat of the problem, the reason
we came. We feel that there should be school programs.
starting in kindergarten and going through 12th grade.
that develop social competencies. to prepare children on
how to be effective parents and advocates for their own
children later onin life. They could learn self esteem. self-
contidence. problemsolving, decisionmaking,and howto
get along with others.

We need to build support networks within the
communitv—whatever that community may be for you.
ifit'svour neighborhood. vour workplace. ctc. ltmaybe
people who have similar health concerns. or it might be
vour tribe.

There should be directories of resources avail-
able. locallv. statewide. and nationally. with toll-free
numbers for resource information. And there should
be one-stop shopping for all mandated programs. such
as Medicaid. WIC. or Food Stamps. And this should
hegin with a single application form. or as some people
sav, a "universal form.”

Children need a comprehensive health care sys-

tem from the time theyv are born. We need to provide
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*And now we charge vou, our
Government, to report back to us,
the parents. We want to know, what
are vou going to do with this
information? How will it be usedr
When are vou going to tell usz How
are you geing to tell us? And what if
we don't like it?”

prenatalcare for evervone. We need earlyintervention.

Public Law 99-437 is aimed at children 0 to 2 vears of

age. We need to target new parents. We need Head
Start for children ages 3 to 3. Those are just some of the
programs we felt had worked.

Parents should have a wav of wtalking back to the
swstem. Parents need a common ground with agencies.
a respecttul partnership that recognizes each other’s
needs. This relationship is going to toster and encour-
age casv entv into the svstem. Parents need to build a
nicthod to evaluate the services thev receive and hold
service agencies accountable for the quality. There
should be persons designated to respond to all com-
plaints in a umelv manner.

Children are our greatest natural resource and
our future. There should be an all-out media campaign
just as intense as the one for anti-ssmoking and AIDS
awareness, It speaks very poorly of our counun that we
had laws to protect animais before we had laws o
protect children.

Weneed todefine our nationathealth care svstem,
This countiy needs 1o make up its mind. Is health care
aright. orivita privilege? Isinsurance aright. oris that

aprivilege?r 7 here’s a parent here at this conterence
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todav who is paving insurance premiums of S1.000 a
month. How? That's $12.000 dollars a vear! How manv
tamilies can atford thatz

In closing. we've been asked to report to vou. our
Government. on evervthing that we've done i the last
few davs. And now we charge vou. our Government, to
report back to us. the parents. We want to know. what
are vou going to do with this information? How will it
be used? When are vou going to tell us? How are vou

going to tell usz And what if we don’t like itz

Participation in Health, Education,
and Social Service Systems

Ellie Valdez-Honeyman

Parent Delegate from Colorado

I'm from Region 8and the beantifuland mountain state
of Colorado. Twas born in the southern partof the state
in a place called El Valle San Luis. It was there that 1
learned to speak Spanish with my grandparents. who
were verv special to me.

My husband. Mike. and I have six children. They
range inage from 21 vears—and I know [ don"tlook that
old. but I am—d+ wn to 20 months old. We have three
girls and three bovs. and three of our children have
disabilities. Currently, our home isalso blessed with the
presence of two grandparents. who are there for an
extended stav. Two of our children with special needs
are attending their home schools with support from
special education. Our S-vear-old and our 20-month-
old attend an integrated davcare program at a wonder-
ful place in Denver, which has been our family’s Point
of Light. called Laraden. There. our daughter Jamie,
who's 20 months old. also receives her therapeutic
intervention.

We're a complicated famlv, and we have some
tairlv complicated needs. We've had to challenge the
svstem at all levels to get what we needed for our
children. But right now I'm nothere for them.and I'm
not here for myself. or for mv State. but 'm here 10
speak for parents albacross our country who are repre-

wented by all of us at this conference. Evervwork group
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addressed the areas of awareness. participation. and
transition. .And I'm going to trv to speak about our
collective thoughts on participation. 1 took the liberty
and came up with a definition that I hope says whatvou
thought participation means. Participation is beingan
integral and meaningtul part of whatever it is that we
need to be healthy families ready to live and learn.

In participating as families. we all identified some
responsibilities and roles that we have. We need (o
provide for the needs of oni children. That means
giving them those things that can be seen and touched.
like food. clothing, satety. health care. and quality time,
which will in turn manifest itself in good sclf-esteem.
contfidence. or as one mom from the southeast said.
{so] "Thev'llbe emotionallvand sociallvstraight.” After
those immediate needs are met. we need to instill in
them a spirituality that encourages values, morals. and
respect for themselves and for others.

Weneed to be advocates. We need to be advocates
forour children. We mustgettheir needs metfirst.and
after we do that. we can become advocates for other
“amilies who are just starting out. or who are stuck. And

finally. we can advocate for the system components that

work for us. We need 1o develop partnerships with
svstems. We must become partners with the systems.
and becoming partners means there’s an equal status
and respect of input. as well as capability.

Parent to parent—that can mean a lot of things.
But. parents. I suggest that we need each other. No
matter whetherwere astepparent, foster parent, single
parent. birth parent, adoptive parent. grandparent—
we need each other. And we can help each other by
supporting. mentoring, role modeling, or whatever itis
that links us together. We need each other.

We're responsible for community education. We
must become involved in our communities. because by
our presence. we Il educate about the benetits of integra-
tion and inclusion and we'll get bevond just cultural
awareness and cultural sensitivitv. We'll all become cul-
turally competent. In other words. we won't just serve
tortillas and peanut butter around Cinco de Mavo, but
we "1l have all our forms avaiiable in the languages that the
people speak. We'll understand that when a Native
American mom doesn’t make eve contact. it's out of
respect. notdisrespect. We cango on and on about those
areas of competency and what that means.

Regarding these parents’ roles. we identified some
issues of concern. There were many, but the ones that
came through loud and clear were the stigma of receiv-
ing services. the stigma around hemg poor. a circum-
stance over which babies have no control. One of us
here identified “a national psvchology™ that stigmatizes
vou if vou are a recipient of certain Government ben-
efits. One mom described her embarrassment at the
checkout when she overheard someone make a com-
ment about her purchase of cookies with her Food
Stamps. She was almost in tears when she said. "Doesn’t
every child deserve a cookie now and thenz”

Ironically, we have families who can’t get those
benefits. because thev make a few dollars over the
maximum. A parent from New Hampshire savs she
can'tatford to geta job. because she'll lose income and
her health care. Eligibilitv is the barrier. Eligibilitv tor
services should not be just income-hased. We can’t
forget those families who should be eligible because

thev have children with overwhelming needs.
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There were lots of barriers to participation in
services, programs, and support. Butsome of the ones
that kept getting mentioned were language, and not
just non-Engiish. but language fuil of complexitv and
jargon. “System language” that ¢nly a bureaucrat can
understand. and that they sometimes can’t even trans-
late, is also a barrier.

Transportation is a barrier in rural areas. There
aren’'t enough services. and sometimes vou have to
travel far to get what vou need. In large urban areas.
lack of public transportation can keep you away too.

Inflexibility is also a barrier. We need flexibility
from our employers to get to the services. We need
services to be available at flexible hoursand in flexible
places. Families need to be able to identify who their
communitv and family are. A big barrier sometimes
develops when the systems try to define family and
community.

Bureaucracy is complexity, and often the bureau-
crats don't understand the systemn. Paperwork is com-
plicated. One mom in the northeast told us how she
was eligible for Medicaid and she had her card, but she
couldn’t find a doctor who would see her. Doctorsare
oftenleery of Medicaid patients, not just because of the
low reimbursement rate, but because of the paperwork
and the time involved in getting their money.

Being the proactive and sensible people that we
parents are. we identified some solutions. and we put
them into two categories. The first one was local
initatives. We identified that we need flexibility in
service delivery. A variety of hours and davs when the
services are available would really help us. Our provid-
ers need flex time, if necessarv. Our moms and dads
who work need support after 5:00 p.m. and sometimes
on weekends. We need consistency in funding. We
want to be sure that the services that we need will be
there tomorrow. Locally based services and support
need to be available and close to home. We want our
children with disabilities to go to school with their
brothers and sisters and neighbors. We want all chil-
dren to get a fair shot at education, not based on the
income-—or lack of it—of their parents. We have to
toster self-esteem. The services. supports, and benefits
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then maybe,_fewer of us ) 501d be-
come casualtles of that coﬁmmon ac-
cident called ‘falhng through the

should be viewed in ways thatare meant to help families
to become enabled and in which empowermient is
facilitated. We all have the potential for empower-
ment. More support should go to programs that make
families rejoice in the success of being seif-sufficient.

As parents, we accept some responsibility. We
think that all parents have to be invelved, as budget
planners, policymakers, and partners in decisionmak-
ing. We sawinteragency collaboration asakeysolution.
Good services will resuit from good interagency coilab-
oration, and once again, the collaboration should in-
clude parents—not as tokens but as real participants.
who are respected and mavbe even paid for their
expertise. [f agencies work better together (or, as a
bureaucrat friend of mine from Denver said, “smarter,
not harder™). then maybe fewer of us would become
casualties of that common accident called “falling
through the cracks.”

The second category is Federal initiatives. Our
companerosin Region 2 actually put together an initia-
tive for a partnership across all Federal agencies that
would include families and agencies from local levels.
This partnership would be a formal structure that
would create a standard in which service systems wel-
come and embrace families and use proven models
that work. such as Head Stait. The principles outlined
in the plan would be embodied in the design, deliverv,
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and evaluation of services. The philosophy must in-
clude familv-centered. comprehensive. and account-
able service and support. And again parents mnust be
included as equal partners.

Dr. Novello. vou issued us a challenge when we
came here. and vou've alreadv heard one challenge.
We're issuing another one. We as parents voted last
night, and we decided that, from Washington. vou
should lead that initiative.

[ want to thank Rosa Palacious, a parent who
supported me last night through the long process of
putting all these collective thoughts together. and I just
want to share with vou something that I learned at this
conference. [ saw.andIsee.areal beautyin the diversity
here. and we need to celebrate in that diversitv. Talso
felt a power in collectiveness. and I think we need to
harness this collective power. We need to identify those
areas that are important o all of us. such as family.
health care. and education. and we need to unite as
parents—all kinds of parents—to make our families
healthier and happier. to make health care accessible.
and to make education more than just an academic
experience. but an experience in living. To do this 1

suggest the leadership must come from all of us.

Transitions Through Health, Education,
and Social Service Systems

Larry Bell
Parent Delegate from Delaware
Being up here makes me prettv nervous. especially in
following these very competent young ladies who went
before me. 1 want to take this time to thank Dr. Novello.
and all the parents that were here, and all those people
that kept me up all night last night trving to put this
together. .And especially for the parents that were in
Region 3. which is the group that 1 was in. for their
support. Itisan hanor to have been chosen to stand and
represent vou.

I was waitng. and I saw my wife come in—are vou
here. somewhere? Yes. okav. [ feel better now. Thevwere

calling me this morning wondering where I was, and 1

came down, and I had «!l these people (I guess security
people) with walkie-talkies calling and velling, “They're
coming through.” It made me feel good as an African-
American male to have all that securityand not be on my
way to jail.

My name is Larry Bell. and I'm from Delaware. |
have five children and three grandchildren. I'm a
second-generation Head Start parent. [ was involved
with Head Start when mvy children were in Head Start.
and now I have custodv of one of my grandchildren
who'sinvolved in Head Start.and that'showIended up
being involved in this process today.

The purpose of my presentation is to bring to-
gether all of the work that the parents have put in so
diligentiv over these past 3 days and talk about issues of
awareness. participation, and transition. And my topic
is going to be transition.

First. I want to share a little story. [ heard a minister
friend of mine—and by theway. I forgot to tell people that
[ was a minister and was going to be passing the collection
plate in a few minutes—I heard a minister friend tell a
storv of how every time he went home and they sat down

todinner. thevalways had squash. He hatessquash. Every
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time they passed the food around. when it came to him,
he would pass it on to the next person, and his mother
would sav, "Bov. what's wrong with vour You know you
don’t pass food without taking some and putting cn it
vour plate!” He would say, “But Mom. I hate squash!™ She
would take the squash and proceed to put more on his
plate than he would have if he had done it himself. He
would say, "But Mom, why are vou making me eat this? [
hate squash.” (And he’sz grown man.} And his mother
woulid reply, “Because it'sgood forvou.” The pointis this:
the information that we as parents are presenting to vou.
especially the legislators. is the truth. Some of that truth
that vou hear will be “squash truth.” It will be truth that
vou mavy not like to hear: it mav not feel good. but it will
be good for vou. And throughout my topic here. we'll be
covering the issues and roles and responsibilities of par-
ents; we'll be dealing with the problems, issues. and
concerns as well as solutions. And I kind of combined
them together.

The thing that [ want to leave and impress on all
of us before we leave here is that all of us have a
responsibility when this Conferenceisover. Peopleare
asking, “What's going to happen with the information?
Is this just to be another time that we come together
and share information and nothing happenswithit:" It
might be, but knowirg from what I've seen, the time
that I spent with and around Dr. Novello. I don’t
believe that's going to be the case.

But alt of us, when it comes to working with
problems. solutions. and transitions. have a responsi-
bilitvwhen we leave here to go back to our communities
and meet with various agency officials to begin to talk,
share ideas. and discuss the roles of parents and the
roles of people involved in the system. We ali have a
responsibility when it comes to the transition of our
children. Our charge to our parent delegates is to go
back to vour communities and meet with the officials of
whatever system or svstems that affect orimpact on vour
children. Sit down and define those roles.

When we talked about transition. we came up with
nine major issues. And the first one is that parents need
to participate in the transitional process. Parentsneed to

be aware of their children’s needs, including health
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needs and special equipment needs. They should be
encouraged to articulate those needs to the svstems in
which they will be involved. Parents need to be prepared
for and about the transitional process. But we need to
remember that transition really begins with the transition
of the parent, to prepare children for the transiion—to
do things like inroducing them to new people, taking
them onatour of the school, finding out the dailyroutine,
and talking to our children about that process. To prepare
our children for transitions such as having their parentsat
these conferencesthatinvolve their children. people need
to talk with their kids about the change as soon as they
know that it's going to happen.

We also decided that it would be very helpful to
develop a resource manual. information that would be
available and accessible to the parents so that, when they
move through different systems, they would have a
source with the namesand numbersand contact people.
Then, when other needs arise in the future, they will
have something in their hands so that they can contact
somebndy to have those needs addressed.

We felt that parents also should be encouraged to
be good recordkeepers, to have copies of alil their
children’s records so that as they move through the
transitions, if the svstem fails to make sure thatinforma-
tion gets moved on or passed on to the next system. the
parents at least have a copy of that information to make
sure that it gets passed on.

We thought that parents needed to demand re-
spect for themselves and for their children and that the
systems that they're involved in need to respect them
and recognize that parents are professionals too. We
felt that one of the other things that would help in the
transitional process is for the systems and the parents to
sit down together and share and clarify their roles in
who's going to be responsible for what.

We also need to improve communication between
svstems. Improving communications would make for
smoother transitions: it would help decrease turf wars,
avoid duplication of services, and help to promote the
continuity of services.

We felt that program materials need to be written

in the language of the parents. to take into consideration




ERIC

Aruitoxt provided by Eic:

the languages of non-English-speaking people. Also,
we suggest using picture books for those parents who
might be illiterate and being sensitive to language that
doesn 't ahwavs translate exactly into English. Many of
the Native American termsdon "talwayscompare when
thevare translated, and we need to be sensitive to those
kinds of things.

Successful transition depends on having evervone
involved to learn to trust each other and the svstems that
impactupon their livesand thelives of their children. We
want vou to know that this takes work on both parts to
develop that kind of trust. We want a system that we're
involved with to avoid technical jargon and using terms
that we don't understand. When vou sit down to work
with parents to develop an IEP. make sure that vou speak
in terms that the parents understand. and make sure that
the parents are aware that they don't have to sign an [EP
if thev disagree with it.

Another area of concern was that programs and
staff raust be culturally sensitive and relevant. Systems

need to sce parents as the prime educators of their

children and especiallv educators of their own cultural
heritage. Programs need to be aware of and address
issues of racism that occur during transition—or any
time that it surfaces directly or indirectly. Remember
thatthe sensitivityin thisareagoes bevond just ethnicity,
but also should take into account social and financial
status and spirituality issues. Remember to label cans.
and not kids.

Also. we must focus and work on developing pa-
rental and child self-esteem. We want to focus on the
children, but when vou're working with the children.
remember that parents need self-esteem too. and those
issues need to be addressed. Parents must be good role
models for their children and be good role models
throughout the transitional proccss. Sometimes this
means finding a good role model for the parent.

One of the responsibilities of parents is to love
their children, but we know that before vou can love
other people vou first have to love vourself. Parents
must learn to be able to feel good about themselves

before they can help their children feel good about
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themselves. We want to make sure that children know
that their feelings about the transitional process are
importantand that thevshould be encouraged to share
or to express those feelings. We should make an
attempt to bolster childrens’ self-esteem so that they
won't be afraid to speak up. At the same time. we
should bolster parents’ seif-esteem so they won't be
afraid to speak up. so that they won't be afraid of the
svstems that impact upon them and will be able to
confront the svstem. Some of the parents said that
other parents won't speak up for fear that if they do.
they mav get involved in a svstem that may end up
investigating them or even make an attempt to take
their children. Because of those kinds of fears. some-
times thev are uncomfortable confronting the svstem.
But we need to encourage parents to stand up and be
the primary advocates for their children.

Another concern was that parental invoivement
must be consistent across systems. Many times parents
who are involved in the Head Start program are con-
stantly involved in the progress of their children: they
volunteerin the classroom. thevspend time with them,
etc. Then.when thevmove or enter other systemsor the
school system. thev're not thatinvolved. Wefeelthatwe
need to keep the parents involved and keep that in-
volvement as thev make transitions throughout the
svstems so that our children can be heaithy and ready
to learn.

We also felt that parents should be involved in
program design and the policvmaking decisions that
affectand impact upon their children. One suggestion
is that we form parent boards. which are verv prevalent
in Head Start but do not exist in many other systems.
After the transition occurs, parents need to continue to
he involved. For example. parents that are involved in
Head Start need to stav involved as their children grow
and move through other programs.

Parents need to form their own support groups.
When thev do. programs should work with them. In
other words, when a parent group forms a support
group to help themselves and to help other parents
work through the transitional process. the programs

and svstems should be there for them. tosupport them,
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help them learn the transitional process. and provide
materials or whatever thev need to make that transition
as smooth as possible.

Program counselors should be appointed to help
parents prepare for the transition. Also, parents need
to be aware of not only the needs of their own children.
but the needs of others—to move away from, "me. my
four, and no more.”

Consistency is the kev to successful transitions.
We need to be aware of the impact on chiidren and
parents of abolishing programs without notice, and
many times without preparation to have those needs
met through another area. We need stabilized funding
so that programs can address the problems. instead of
just looking at the symptoms.

Someone suggested that the transitional process
would be easier if we developed an interstate communi-
cation svstem. We should create a national computer
network so that the information on parentsin one State
could be readily accessible to another State. When
people such as the Migrant workers move from one
State to another and they have toapply for benefits, they
haveto close out their file in the first State. reapplyat the
next. go through thatwhole process again. and reopen
their files. Often it takes a long time before they get the
benetits. Sometimes thev are ready to move on to the
next growing season or the next location before the
benefits even get started. So. if we had a national
network, that information would be readily available,
and that could speed up that recertification or reappli-
cation process.

Also. another thing that came up was to create a
way that school credits could be accepable from State
to State. People move through different situations.
Thev have things that are credited in one State. and
when thev go to the next State. the school savs. “I'm
sorry, but thisis not credited here.” Then. the child has
to go through that whole process again.

Establish one-stop shopping—and I won't clabo-
rate on that because it has alreadv been stated. Decrease
the time spenton papenvork. Make forms less complex.
And make an effort to cut down on the duplication of

information during the recertification process. Manv
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schools We need to makc_g\ eschools
ready for our chlldren "y

times par-.iw 50 in to be recertified, and they give the
same information theyv gave 3 months ago. Sometimes
in Delaware. when vou go to be recertified or to get
services, thev tell vou that vou have to be at the social
service agency at 7:30 a.m. They see youat 8:30 a.m. or
9:00 a.m.. and then they give vou paperwork to fill out
that vou just filled out the last time. Noinformation has
changed. but they sav, "Well, you have to do it.” We
could cut down on that process and speed it up.

Workers need to be sensitive to the needs of the
parents who come in and should be aware of the
stereotvpes and not have negative attitudes towards
them. because thev wouldn't be there if thev didn’t
need the help.

The otherareaof concern wasflexibility. We need
to make the ecligibilitv criteria flexible. For example.
some people have incomes above the guidelines to
receive Medicaid but also have children with special
needs. Thev can’t get regular insurance because the
child has a preexisting condition, so the insurance
company does notwant to cover them. So those people
getlostin the cracks. Weneed to pave the wavof smooth
ransitions by making programs and facilities {lexible.

Oue of our delegates expressed that she has a
special needs child whe has been mainstreamed into

the classroom.  When that child has 1o go 1o the

bathroom. he's made to go to the other side of the
school because it takes him a littie it longer to use the
bathroom. and they don’t want him to hold up the
We don't think that's fair, and that
situation needs to be addressed.

other children.

We already talked about flexible hours. Employ-
ers need to understand the parents’ need for daycare.
leave for medical visits, and appointments with other
programs. Remember that the family and their indi-
vidual needs still exist when income levels change.

Transportation was an issue and must be im-
proved and addressed. especially in rural areas. With-
out transportation, the children are not going to be
able 1o make successful transiticns between programs
and obtain other needed services.

Another area of concern is increasing and promot-
ing the use of school secial workers. Socialworkers could
act as advocates for parents and children so that they can
help them with the transitional process. They can help
families access services and become a primary link be-
tween school systems, parents, and the community.

The last and final area is that legislative action
must be taken to improve our children’s transitions.
First. we sce a role of the parent to take the responsibil-
ity to elect family advocatesin political offices. We need
to work to develop Federal and State laws and regula-
tions that better address the families’ needs to make the
transitional process much easier. We need tofindaway
to enforce the laws that are already on the books. We
alsoneed not to justaddressthe needsof one individual’s
problems. For example. one of the parents shared that
thev were in the process of suing the school svstem for
some needs for their children and that when that tight
is over. and that parent wins. the next parent has to go
through the same process. We think that svstems need
to learn from those fights with parents anc those kinds
of things that happen. Thev need to learn from the
results so that other parents don’t hawe to learn how to
ngiitthe svstems better. Weneed tomake sure thatour
programs are adequatelv fmded so that the needs that
thev are designed to address can be addressed.

In summary. we want to temind vou of the three

(s, Consistency, continuity, and coordination of
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services are necessarv to promote healthy children in
families that are readv to learn. We want to issue
another challenge—and this is not necessarily to Dr.
Novello—but we not onlv want our children to be
healthyand readyto learn. Being readv to learn is more
than making our children ready for the schools. We

need to make the schools ready for our children.

James Q. Mason, M.D.

Assistant Secretary for Health

U.S. Department of Health and Human Services

I want all of vou to know how much [ appreciate this
opportunity to be here with vou. [ want to express
appreciation toallyou parents.and I don’tneed to tellvou
that your three representatives up here are tremendously
articulate and verywell prepared. I could talk for 2 hours
just in responding to what the three of them have said,
and obviouslyl dont have time to do that. Let me saythat
I'm not just the head “the U.S, Public Health Service;
I'malsoafather. I have 7 cidldren and 17 grandchildren.
so [ could sit out there as well as stand up here. I hope |
can express mv svmpathy for vour point of view both as a
governmental official and as a parent.

I think it was Ms. Reeves who talked about the
importance of our children. So often we read in the
newspapers abosut being competitive with our automo-
biles, electronics, or pharmaceutical industry, but we
are here to reaffirm that the most important product
that this Nation hasisits children. Our children are the
tuture of America. and every minute we spend here is
time more than well spent. I believe—and 1don’t think
it's just because thisisan election vear—I've never seen
ameeting where the President and three deparunental
heads (three Secretaries) came. and that'’s a commit-
mentof this Government to the importance of children
and doing something in this partnership between the

Federal level and parents.
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I don’twantto repeat what has been said by other
speakers, but I want to respond to a number of ques-
tions that were raised. When President Bush came
here and talked about his comprehensive plan for
health care reform, he was addressing a number of the
problems that have been described. This reform.
which will provide tax credits or certificates and tax
deductions, will encompass 9 million Americans. Itwill
provide access to health care services for all poor
Americans. Itwill create insurance poolsso that people
athigh risk will not have to pav those higher premiums;
they'll be in the same pool with manv other folks, to
average the risk out. The President talked to vou about
health insurance security so if you move from one
community to another, or from one job to another,
vour health benefitswould be portable. Then he talked
about choice. You see, choice and a tax credit (a
certificate) empower a parent: vou don’t have to be
part of a svstem for just poor people. You take vour
certificate and vou buv vour health care from a pro-

gram that will provide the quality and the content of

“I'he remarks of the Responder Panel have been edited for clanty.
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services that vou need. Then he talked about
affordability and cost containment. If we can convince
Congress to enact this plan, itwill begin toaddresssome
of the health care problems that you are encountering
and that I encounter as a grandfather.

[ would justlike to answer the question: “Whatare
we going to do?” I just want to mention two thingsand
then [ will sit down. Firstof all, we are here to listen, and
I think listening is probably the most important thing
vou can do so thatyou understand the concerns. You've
heard the recommendations for solving these prob-
lems. But we need to do more than listen. Here's one
example of whatI am going to do. Each quarter I meet
with the officials of State and territorial health depart-
ments and with vour State health department commis-
sioners. Each quarter I meet with the U.S. Conference
of City Health Officers and the National Conference of
County Health Officers. I'm going to discuss the things
that you've been talking about with them because this
isapartnership. Itwassaid that leadership should come
from all of us and, of course, it’s got to come from
parents. our neighborhoods and communities, our
cities, our counties, our State. and the Federal Govern-
ment. Only when we all provide thatleadership will this
svstem reallv work optimally, and I will pledge to vou my

support to do all I can to work not only at the Federal

“We \%&ﬁtlle same things. You’y

to start working up from tggﬁottom,
and we’ve ggt to work harder from
the top so:that i}.:gf:ts all
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level but down through that system of health officials to
see whetherwe can implementyour recommendations.

Now let me give you an example, and time doesn’t
permit me to give many. [ agree with 98 percent of
evervthing you've said. Let's talk about one-stop shop-
ping. Youwantone-stop shopping, and [ want one-stop
shopping. Why don't we have one-stop shopping?
There are communities—and I have visited them—in
the United States of America where they have one-stop
shopping. If we all wantit, let’s do it! There isn’t any
disagreement. We've talked about having a uniform
application form. I'm holding up a little document
that's called a Model Application Form, and this was
published in the Federal Register on December 4, 1991, 2
little over a month ago. Itwas developed in collabora-
tion with State and local people, and it involved the
Department of Health and Human Services, the De-
partmentof Agriculture, and the Department of Educa-
tion. So, at the Federal level, we want a simplified,
unified, uniform application. Now why don’t we have
it> We want the same things. You've got to start working
up from the bottom, and we've got to work harder from
the top so that it gets all the way through.

You've talked about flexible hours. You want
flexible hours; you not only want them, you need them.
And we want flexible hours. Last Friday, Secretary
[Louis] Suilivan {Health and Human Services], Sur-
geon General Novello. CDC Director Bill Roper, and 1
were in San Diego to talk about an immunization
initiative for infants. And what were we pounding the
table about? Flexible hours, so that parents could bring
their kids in the evening, on weekends.

Let's make the systems user friendly. You want
user-friendly systems: we want user-friendly systems.
Let's work together to get it. We’re not against each
other. We're working for the same things, and some-
how we have to get it into the middle. And I'm willing
to work on that, and I know vou will as weil. I'm simply
trving to say that we are striving for what vou want, what
vou are talking about. Perhaps we can put more power
into our grant applications.

Let me just say that we often provide funds for
programs that you use, but we don’t hire or fire the

8O
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people that provide those services. We can talk more.
and we will. but we are going to have to work from both
endsifweare going to make those services user friendly.
Wewantit.and we'lido all we can; we've heard vou. But
don’tlet them kid vou down atanvother level. We want
it: vou want it: let’s get it. Let’s work together.

Let me just end by talking about this document. We
have what we call Healthy People 2(00. This is not a
Federal prograny; it's a national program. You helped
develop the 22 priorityareas and the 300 specific. measur-
able. realistic goals of where this Nation could be by the
vear 2000. We've pulled Healthy Children 2000 out of a
much thicker document, and of the 3.000 measurable
objectives for the Nation for vear 2000. 170 of them relate
to mothers. infants. children. and adolescents. We hope
thatvouwill work with usso that even before thevea: 2000.
as soon as possible. this Nation will have arrived at where
vou—as vou helped us develop these—said we ought to
be. And we're willing to work with vou; we are partners.

and we thank vou for your input.

John T. MacDonald, Ph.D.

Assistant Secvetary for Elementary and Secondary Education
U.S. Department of Education

['would like to thank our presenters for what I consider
to be an extremely inspirational message, but one that
nas a great deal of meaning to us. [ would like to focus
myv commentsin termsof the presentations on children
and their families. T just returned last night from the
Organization of American States meeting in Guatemala
Citvon issues that affect the hemisphere in terms of the
same kinds of things that we are talking about today—
preciselv the same kinds of problems that vou've brought
here. We are dealing with a hemispheric problem that
we have to address if we are going to survive. not just as
a Nation. but as a hemisphere.

What [ heard today. in sum. mesns involvement,
flexibilitv. arole of advocacv. and finallv, as Larry [ Bell]
shared with us, consistency, continuitv, and coordina-
tion. I'would like to talk alittle bit about commitment,
as the other €, to children and their families in an
integrated way, amuch more integrated wav than we 've

cver done before. In my trips around the countrv and
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also in spending 34 vears in this business of children
and families, I found that. on the awareness issue. it
means vou must not only be made aware but you must
have access.

Jim used the term “user friendlv.” Our schoois
basically have never been user friendly because the
schools that we have today are designed for a society,
franklv, that doesn’t exist today in most areas. I can
remember. some months ago, [Secretary of Education]
Lamar [Alexander] convened a group of us with an
eminent sociologist, aguv I have a ot of respect for and
whohasdone alotofworkin thisareafor vears. Wewere
kicking around the question, "Why don’t our schools
work any more*” And he said. “Heck, it's very basic.
What vou are trving to do with vour schools is for a
bunch of folks who don’t exist any more.”

This gets to the access issue. what vou need to do
with folks. They can’t get at vou. and you can't get at
them. So whvdon’tvou think about it? I think back to
the experiences I had as a principal years ago, working
in an area where poor parents had many of the same
problems that vou have addressed in your presenta-
tions. Theyworked. Thev had to work. Thevhad to get

their voungsters off early; they couldn’t get back to
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youwe got to join us in that mamge
that . our schools must become user
fnendly, to provlde a setting for one-
stop shoppmg——-places where educaticn

can go on and where mulufa.mlly services
can go Oin. . -7

school to attend sessions or conferences or this. that. or
the other thing. At that time, we had Title I—-that was
27 vearsago.when I came on board—and we developed
what we called extended school. This is very similar to
what Lamar mentioned that Decatur [Georgia] is doing
now. We have the Federal resources to open up the
access issue. You can change the mindsets out there if
vou join us in that attempt, working with our State
commissinners. vour State legislators. and vour local
school folks to sav that there is a svstem out there that
will support vour needs. if it is properly designed. We
want access to it. and we want to use it. But vou've got
to join us in that message that we are trving to get across
1o people that our schools must become user friendlv.,
to provide a setting for one-stop shopping—places
where education can go on and where multifamily
services can go onin terms of local agencv services. State
agencvsenvices, and. of course, the educational services
that should 70 on on a contibmum. places where a
school aperates from carlv in the morning until e at
night and on weekends and is open during the school
vear. where it never closes. and it shouldn’t. It's vour
largest real property investment. It doesn’t mean the
teachers, as Lamar pointed out in his remarks. have to

take on all these other chores. Thev are not trained to

do so—fine. But with that kind of setting, or a setting
comparable to it in a community. we can reach and
provide for children and their families the kinds of
needs that we need to meet todav.

[t really bothers me terriblyv—to the point where
don't understand it—when I think back to the late
1950s and 1960s. When we built elementary schools, we
built little clinics in them. and dental centers. and so
forth. Trv to find a new clementary school today that
has thau provision where we can provide that kind of
service to a child and his familv. Itdoesn’t happen anv
more. We have to return to some of the things we
identified earlier on that parents need and children
need and get back to it and make those provisions and
open up those schools to do those things.

Let me talk about transition for a minute. Larry
[Beil] was talking about transition. Let me throw outa
bias of mine that we've been trving to work with—
[Commissioner of the Administration for Children.

‘outh and Families, Department of Health and Human
Services] Wade Horn and his folks. Transition. to me,
ineans from conception to birth; it means from birth to
school and community: and it means to the final thing
that the President has also mentioned, and that is to
makingalife. Unlesswe have the kind of system in place
that provides for that and can deliver that. we're going
to find ourselves generationallv not making strides that
we need to make to address the needs that we have
today. Looking atsome of the things thatIlooked at for
the past 3 days in a Third World counuy—that can’t
happen here. We have the ingenuity, resources. intel-
lect. and experience that most pcople don’t on how to
approach this effort. and we can do it.

Let me savin closing thatif we use what we know and
use it creatively. we can develop support for what we are
uving to put through in reauthorization of ali the elemen-
tary and secondary programs—that’s 57 programs and
currently over $9 billion. What we are uving to sav is that
we need a massive nrban intervention program utilizing
Federal resources in conjunction with State and local
resources to provide for communities. an opportunity to
plat for whatever number of vears it takes to pull those

resources together. locating the school oranother center
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as a hub to provide an extended service or extended
school concept so that children and their families can
utilize the various resourcesin collaboration toaccommo-
date the needs we have.

We have manyv programs out there currently. for
example. that can help each other. For example.
Wade sprogram [Head Start], evenwith the President’s
increase, will still not serve all the voungsters who are
cw:rently eligible. But Wade can use our program Even
Start. which is for children 0 through 7 vears old and
their parents. to provide not onlv parenting and child
care services but also job training and placement ser-
vices. That program can buy Head Start services.can be
used to expand Head Start services. or can create its
own. Our Chapter I program. which is basically age
neutral. can also be used to buv Head Start services.
expand Head Start services. or buy their own.

In other words, what I am saving is thatin terms of
integrating what we have currently on the books todav.
we can do a better job. With our Department of
Agriculture. with its Women. Infants. and Children
[WIC] programs. we've recently signed a Memoran-
dum of Understanding with them so that our Migrant
programs can utilize WIC services. We want to expand
thatto Even Start because Congress. on our request. has
now expanded the age range. not for children from 1
through 7 vears old. but from 0 to 7: I wish I could get
itfrom prenatal to 7. Butit'sin this wav that we tie things
together. and the Surgeon General and her office with
the Healthyv Children Ready to Learn Task Force has
been instrumental in pulling those of us together who
have been working on this so that, again. we are more
integrated than we have been before.

Wewill continue to sirive in thisdirection. sutwe are
going to necd vour support with Congress to continue in
this direction. where we are pulling together and coordi-
nating all the Federal efforts around the one focus—what
we need to do for our children and our families who need

them .he most. Thank vou verv much.
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Catherine Bertini

Assistant Secretary for Food and Consumer Services

U.S. Department of Agriculture

President Bush has told those of us whom he appointed
to jobs in his administration that he wanted us “to work
to reorient government to better serve the needs of
individuals.” I remember that quote exactly because |
thought that was so critical to defining our jobs; it is
certainly critical to defining why Dr. Novello has con-
vened this Conference: to 11k about one group of
people—children and their parents—and how, by work-
ing together with parents on behalf of healthy children,
we are helping children be ready to learn and to grow
strong. Your confidence in Dr. Novello is verv well
placed. and I know that she has been not only an
outstanding spokesperson for these issues. but also, in
convening all of us together. is making a constructive
effort to seeing this happen. I've learned a lot already
today, and I'd like to share some thoughts in several
areas: one-stop shopping, service coordination, im-
proving services. empowerment, and then finally some
ideas about solutions.

Before I start. though, first of all I want to explain
why I am here. As Secretary Madigan said when he
spoke vesterday, the Department of Agriculture spends
more than half of its budget on food assistance pro-
grams for the poor and for children throughout the
country. So in myv portfolio. I manage the Food Stamp
program. school lunch and breakfast, WIC, summer
food program. food program on Indian reservations.
food for the elderly, food for childcare centers. Head
Start centers. and others—there are 13 programs all
together. with Food Stamps, school lunch. and WIC
being the largest. Also, I come here asacolleague of the
people at the table and as a colleague of Dr. Novello's
and Dr. Mason'’s.

One-stop shopping. as Dr. Mason said. is abso-
lutelv a must around the country. We agree totally on
that issue in bringing all social services together. and as
evervspeaker heresaid. thatisacritical component. We
have been sending alot ofbooks to Delaware because 12
centers there have combined all social services except
for job training—WIC, Food Stamps. AFDC. Medicaid.
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various child development projects and programs—all
together in one office. 1visited one of those offices: it
was a pleasant place. One receptionist sees the clients.
and all of their information is on a computer. which
sounds simple and makes sense. But it was a huge
undertaking for the State to convince the different
Federal agencies involved to all participate in that

project. Itisa model, and we encourage many States—

we sent manv people there—to see how that works.
hoping that we can help them go more toward one-stop
shopping in putting services together.

The President mentioned the immunization pro-
gram. We've been verv involved in that from the WIC
perspective because itisone of the few places where very
voung children come within the system. If we can
combine services and provide immunization services
there at WIC clinics. it might be a very productive and
helpful program to initiate. To thatend, Dr. Mason and
I have been working aggressively with health directors
around the country to promote joint services for immu-
nization and WIC.

Secretarv Madigan vesterdav mentioned direct
certification for children in the school lunch program.
This is a critical progra u. and I want to expand on it
brieflv. Itdoesn’t make ense that a chiid mayv not be
able to access a school lunch or breakfast just because
ofabunchof paperwork thatwasn’tturned in. The way
the system worked before direct certification, as you
know, was that at the beginning of the vear. the school
sent home a form. through the child. to the parent that
said. “Please fill out this form. Your child may be
eligible for a free or reduced-price meal: teli us vour
income.” Manv times those papers don’tget returned;
a lot of parents don’t want to fill out that paper: soine
parents may never get it: some parents may not be able
to read it. So children end up not being in the school
lunch and breakfast program. under which they mav
be eligible for free meals. because of paperwork. What
direct certification is doing—and in the counties that
have started this already. we've had great success. and
itjust began in September—is marrying computer lists.
Thev marry the computer list of the kids enrolled in
school with the families that are enrolled in AFDC and
Food Stamps. Thev keep this confidential: it follows all
the confidentialitv requirements. But instead of get-
ting a letter stating that “vour child mav be eligible.”
when this wo: ks—and it has worked so far in the mnanv
schools that have started it—parents get a letter at
home thatsavs. “Your child is eligibie for school lunch.”
And. in fact, whether the letter ever gets home or not

or the parent reads the letter is irrelevant because the
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child gets the lunch or the breakfast. Iwould encour-
age people to go home and ask their school district if
they have done this vet.

On the Food Stamp and AFDC side. I was at the
Department of Health and Human Services managing
the AFDC program before I came to [the Department
of] Agriculture. One of the reasons I wasasked to come
isthatthe Administration caresabout trying to put these
programs together. Almost evervone who is an AFDC
recipient receives Food Stamps, and the majoritv of
Food Stamp recipientsreceive AFDC. Itcertainly makes
sense to simplifv the rules and regulations. The people
who determine eligibility have thick booksin everv State
for each of AFDC. Food Stamps. and Medicaid. Anvone
having to learn the rules and how to work through them
takesona fairlvremarkable chore. Sowhatwe are doing
is working on the Federal level to identify eligibilitv
requirements. So far. we've identified 32 eligibility
factors that are different in the two programs. and we
are working now to determine which ones we can
change to make them the same or similar. so it will be
casier for eligibilitv workers to manage, and ultimatelv
casier for those who are in need to access the svstem in
both programs.

We learned from this process. however, that we
have to identifv these [needed changes], but we can’t
make all the changes ourselves. Many of the changes
will require congressional approval, and we will be
looking at changes we can make in the Federal Govern-
ment and identifving when we need to go to Congress
to request other changes.

Ifound out one of these changeswhen I firstcame
to this job. In Alabama. I went to a Food Stamp office
to apply for Food Stamps because [ wanted to see how
the svstem worked. 1 filled out lots of forms. and then
the worker gave me one form that indicated I had to
take it home and have mv hushand fill it out. | said.
“Why? You're taking me at mv word that I'm the head
of the household. and all these other forms are OK for
me to sign. Whv do [ have to take this one home for him
to signz” "Well. because that's the requirement. Everv
aduitin the houschold has to sign this particular form.”

Well, that didn’t make anvsense to me. whatever: itwas
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a form dealing with whether or not we were U.S.
citizens. So. I came back and asked questions about it.
and alot of the eligibilitv workers laughed. We'd been
telling vou that this was duplication foralong time. We
proposed in the Farm Biil to Congress that they change
this and eliminate the two signature requirement. and
we got it changed. That was the good news. Then we
found out that AFDC and Medicaid have the same
requirement.

The final point on service coordination that I
want to mention is what I think is the most exciting one
we are working on. and thatis called Electronic Benefit
Transfer. We have now in the Food Stamp program a
pilot project. and I want to explain whatiitis. This EBT.
as it's called. is using the equivalent of bank ATM
[Automatic Teller Machine] technology for the pur-
pose of providing benefits for Food Stampsand. poten-
tiallv, for AFDC, WIC. and other programs as well. The
way this works is, or would be, that there are no longer
food coupons in any community that undertakes this
project. People geta plastic cardand have a private PIN
[Personal Identification Number]. The State or the
county programs the amount of money that would
otherwise be food coupon moneyv into the account.
When a client takes the card to the grocery store. the
recipient runs this card through a machine at the
checkout line. and it debits the appropriate Food
Stamp account for that month. She could also use it. if
it's an AFDC card. in a bank cash machine to take out
her AFDC allotment. not necessarily in one lump sum,
although that is certainly her option. but also in anv
amounts that she wants for the month.

We have. in the areas where we are testing this
[EBT]—Reading. PA: Albuquerque. NM: Casper. WY
{for WIC); Ramsev County, MN: and Baltimore. MD—
onlv praise from clients who have been using this and
from the Government and the private sector who have
heen using it as well. with one exception that I will
mention inaminute. The people whouse Food Stamps
in AFDC have been thrilled with it. and the comments
that we hear and the research that we have say that
people like it. Thev like it because. first of all, it gives

them securitv: people don’t have to waitat the maitbox
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“Childten are empowered by getting
a good breakfast and lunch at school
so that they can learn better.”
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(as thev must if their food coupons or their AFDC is
mailed) to make sure thev get it. Thev don’t have to
cash the AFDC check in one lump sum and sometimes
pav monev n a check cashing place to get it cashed: it
empowers them to be able to make cecisions about how
much monev they wart at each particular time. When
thev use this card in the grocery store. thev don’t have
to deal with the coupons and counting out the coupons
and dealing with it: thevdon 't have to deal with anvone
clse trving to steal and use their coupons before they get
to the grocervstore. IU'saquickerwavto getthrough the
svstem when thev get to the grocery store.

In Wyoming, one woman ata cash register told me
tha: she had been a WIC client and now she was
working, managing the cashiersin the store. Oneof the
reasons that she liked working there was that the card
took the conirontation awav in the line. Because (this
program was in WIC, she said. but it could work in WIC
or Food Stamps) the machine savs what's eligible and
what's not eligible. there doesn’t have to be a baude
between two people for that purpose. 1t's a benefit for
the stores: it helps them move people through the line
faster. It's a henefit for the clients on WIC because yvou
don’tgetone voucher. one time amonth. Whenvouget

one voucher once a month vou have to use it all, and

that's tough if thev don’t have vour tvpe of cereal that
dav. With this new system. vou can go back and use the
card again: vou don’t have to buy ali of vour milk once
amonth and have it rot in the refrigerator. but vou can
go back over and over again. It's a real plus.

It'salsoa plusfor the taxpavers. [ have to sav. because
it will ensure that all of the money that the taxpavers are
spending on food—in our budget thisyearis S34 billion—
will be spent on food, and it will be an overall plus. What
we have to do is ensure thatit's cost effective. and the wav
that it's cost effective we hope. through our studies. is
through combining services.

If we combine Food Stamps and AFDC and per-
haps WIC. and perhaps somedav other programs that
we can save on the administrative costs. which I think
was mentioned bw a coﬁple of speakers before. it will
help usin the long run. That is the one problem: we
have not vet proved that it will save administratve
money, but we are determined to do that. States can
implement this program for Food Stamps after April 1
of this vear without a demonstration project.

Asfarasimproving services, as Secretary [of Agricul-
ture] Madigan said. President Bush for the last 2 vears has
increased the WIC program by proposing largerincreases
than an, president ever—S223 million last vear. 5240
million this vear. That combined total is going to help us
serve more than 300.000 more people in the WIC pro-
gram. Improving servicesin WIC goes beyond just putting
more people in the program: it extends to improving the
actual services that we provide.

One of the things that we've done in the WIC
program is to look. for instance. at the issue of promot-
ing breasi feeding, and the issue of helping to empower
mothers to make a choice between breast feeding and
hottle teeding after they have given birth. Once when
[ visited a WIC store in Mississippi and went through the
line looking at what I would buv. I told them I was a
breastfeeding mom. [wanted to go through the line as
abreastfeeding mom and pick up the food Iwould get.
[ picked up my peanut butter. eggs. cereal. milk. and myv
other products and then they said. "Oh, well, if vou
weren't breastfeeding, here, thisis the formula thatvou
Well. there was so much formula for the

would get.”
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month that [ couldn’t carrv it out of the store! Itisno
wonder to me that onlv 10 percent of WIC moms
Lreastfeed. when peoplie may be thinking that they mayv
be giving up thiswonderful option of thisgreat formula
for their child. Not onlv would we like to empower
woraen in making this choice, but also provide more
nutrients for women who are breastfeeding. We filed a
notice with the Federal Register asking for comments,
and we intend to file a proposed rule as soon as we can
to offer a separate package for breastfeeding moms in
the WIC program.

In closing, school breakfast is. -itical for children
coming to school ready to learn—all of our studies
show that. Half the schools that have lunch also have
breakfast:we can have more. We've been goingaround
the country encouraging schools to offer school break-
fasts. and it’s reallv critical for children to come to
school ready to learn. The summer food program is
available—schools can offer it during the summer and
private non-profit schools can offer it during the sum-
mer to help children have meals at school. All of these
programs empower people. The WIC program em-
powers mothers to help make good decisions by educa-
tion and nutritional support. Children are empowered
by getting a good breakfast and lunch at school so that
thevcan learn better. These programs are empowered
by vour comments and vour direction to us.

The solutions? How can we work togetherr EBT
can start in States for Food Stamps after April of this
vear. You can tell vour State administrators and vour
county administrators that vou think that thev ought to
have EBT. You can work with our regional offices. We
will work with vou.and I will take Jim Mason’s lead and
work with the public welfare administrators and com-
municate vour comments specificallv when I meetwith
the State Welfare Commissioners in 2 weeks. We can
work together with changes that will simplifv the appli-
cation of AFDC and Food Stamps when we come up
with proposals. We canwork together because we need
vour help convincing our colleagues on the Agricul-
wral. Wavs and Means, Finance. Education. and Labor
Committees. Itwould be helpful if we had similar rules

for all of these programs. You also can help by going to
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vour school. and if vou don’t have school breakfast. teil
the school. school board. or someone e¢lse who is a
decisionmaker in vour community that vou want school
breakfast for the children in vourschool. It'san entitle-
ment program: the Bush budget anticipates at least 500
schools entering the program next vear, but it takes
communitv leadership and community support to get
that done through the schools. Every person in this
room, those of us at this table, be theyv the parent
presenters or the people in the Administration, can do
alottowork together so that we can take vour direction.
the thoughts that we have, and implement. We can
implement the President’s direction to us to reorient
government to better serve the needs of individuals.

Thank vou very much.

Wade Horn, Ph.D.

Commissioner

Administration for Children, Youth and Families

U.S. Department of Health and Human Services

Itisa pleasure to be here today at the closing day of this
Conference and I want to thank the Surgeon General

for the invitation to participate here, but particularly to

thank her for her wisdom in acknowiedging and
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recognizing the importance of the role of parents in
helping to get their kids to school healthy and readv to
learn. If we needed any validation of how criticallv
important parents ace. we've heard that from the three
representatives herz on the panel this morning.

I learn not just from parents but also from my own
children. which 1 think all of usdo. And it's because of my
own experiences with my own kids that I have remained
committed to trving 10 help as best [ can in my present
position. help programs help parents raise their kids,
because kids are our future. I could be real briefhere and
I could say. “Guess what. [ run Head Start. Head Start
works: it's great " sit down, and evervbody could applaud.
Because Head Start is a great program: becauseit. in fact.
embodies much of what it is that the parents talked about
today. [t embodies parent involvement and empower-
ment. Head Start haslong recognized that parents are the
firstand most important educators of their children. And
we've embodied that empowerment in the Head Start
parent policy councils. Also. Head Startintegrated health
services with social services long ago. Do vou kr.ow that
Head Start makes ' mgements for one of the largest
delivery svsterns of health services to poor children in this
countrv? Last vear. more than 600.000 children in Head
Start got free medical and dental screenings and followup
treatment. as well as immunizations, through the Head
Start program.

It has also been a leader in removing barriers to
children with disabilities in terms of incorporating
them and involving them in the program as well. Head
Start has long recognized that children with disabilities
need to be mainstrearned. We were doing that back in
1965. I'wasin the 5th grade. but in 1965, we were doing
that Andwe were aleaderin that. In fact. today. almost
14 percent of all children enrolled in Head Start are
children with disabilities. We even pav parents for their
knowledge. Do vou know that almost 40 percent of all
paid staft in Head Start are parents of children either
currently enrolled in Head Start or formerly enrolled?
But I'm not satisfied. and we shouldn’t be satisfied
because there is still much to be done.

1 om just going to mention thiree new challenges

and initiatives we are undertaking in Head Start. First

ofall.we need more monev: we need to serve more kids.
The President. over the last 4 vears. has increased our
budget by $1.6 billion. That’s an incredible achieve-
ment—that’s real money, even here in Washington.

The second thing we need to do is increase services
to adults of children enrolled in Head Start. In the old
days. we had this naive belief that we could save children
by taking them out of the home, working with them. and
sending them back. We know thatdoesn’twork. Ifweare
going to help children. we have to help their parents.
Over the last 3 vears we have been improving the kinds
and quality of services to adults of children enrolled in
Head Start. particularlvin the area ofadultliteracv. Bythe
end of this vear. we will have an adult literacy program in
every Head Start program in this countrv. We need to do
a better job of working with substance abuse problems
where thev exist in the families we serve. A recent study
shows that at least 20 percent of all adults who have
children enrolled in Head Start have a serious substance
abuse problem. We need to do a better job, and we've
been working with Dr. Mason and hisstaff. particularlyin
the Office for Substance Abuse Prevention and also with
the Office of Treatment Improvement. to tury to better
coordinate services around substance abuse issues in
Head Start. focused on the parents.

The third thing we need to do is to use Head Start
as a wedge to increase job skills of the parents who have
their children enrolled in Head Start. and we™e been
doing that in active collaboration with the new [Job
Opportunites and Basic Skills training] JOBS program.
the 1988 Familv Welfare Act.and also with trving to merge
or coordinate with the [Job Training Partnership Act]

JTPA programs as well.

We have to recognize that imes have changed. We
have a number of homes with no parents at home when
Head Startisdone at 12 noon. We have to do abetter job
of coordinating with new childcare monies. and particu-
larly -hildcare development block grant monies to
ensure that, for those Head Start children who have
parents emploved outside the home. we can keep those
centers open so those kids don’t have to be bused across
towntoanother center or.worse vet (andit doeshappen),

sent home with the hope that somebody is there.
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Finally, in terms of transition. we have to doa better

job of moving kids from Head Start into the public

schools. Larry Bell talked about making our kids ready for

school. but he also said that we have to do a better job of

making ourschools readv for our kids. We do. Sometimes
people point to Head Start. and theysay. "Do vou thinkit's
asuccess? It'snotasuccess. Because vou know what? After
vour kid gets a vear or two of Head Start. 5 vears down the
road. the gains start to dissipate.” And I say. “Sure. Ifthe
child graduates into neighborhoods that are riddled with
viclence.ifthe child graduatesinto homes thatareriddied
with substance abuse. if the child graduates into schools
that are unresponsive to the needs of their children. what
do vou expectz” Head Startis not an inoculation against
evervthing that can possibly go wrong in that child’s
community. The faultis not Head Start’s: we need to do
abetter job of what happens to those children when thev
leave Head Start. That's why it’s been so gratifving over
the last 3 vears to work 'ith Jack MacDonaid in ensuring
that we make those connections between Head Startand

the public schools. Thank vou for the invitation to be here.

Christine Nye

Director

Medicaid Bureau

Health Care Financing Administration

I want to thank {parent presenters} Larrv Bell. Sherlita
Reeves, and Ellie Valdez-Honevman for vour comments

this morning. It's alwavs so crucial and important that we

hear the things that concern and interest vou. Much of

what I heard this morning had to do with the Medicaid
prograun. The interesting thing about this Conference
and whatI've heard this morningis thatitstruck arelevant
chord for me not only as a parent but also as an adminis-
trator of the Medicaid program.

As Dr. Mason said. [ reallv didn "t know how to frame
v remarks to vou this morning, but it’s absolutelv true
that vou want these things to happen. We want these
things 1o happen too. so why don’t thev happen? Let's
make them happen, and 1 think that is so important. Not
onlvare we all as parents somehow atfected orinfected by
the things that vou said this morning: it goes decper than

that in other wavs too.
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Forexample.l'mthe parentoftwo daughters.one
of whom would have been + a month ago, but who.
despite all the efforts of technology, died. And I'malso
the parent of a little girl who will be 3 next week. Sol
have. personally. because of that. a deep commitment
to many of the things that vou do. Similarly, I can go
through people in the Medicaid Bureau who are work-
ing on eligibility policy. on home- and community-
based waivers. who also have a commitment to making
things better. not only as professional people working
in the Medicaid program. but who also are personally
involved in soine of the things that vou are involved in
as well. And that occurs not only at the Federal level—
that we as people share these things—but also at the
State and local levels.

Iwanted to make afew commentstoday, and there
are many things that ! could sav—so many things thatwe
are trving to accomplish, so many areas where we are
still falling short, so many things that we have towork on
together. Medicaid is a massive program. It serves
almost 30 million Americans. and 17 miilion of those
are children. Children are disproportionately repre-
sented in terms of the number of those in poverty that
are served. More children in poverty are served than
adults or the disabled. for example. But despite that.
and vou all know this. it's become such avisible thing of
late. that we still serve less than 50 percent of people in
poverty in this countrv despite the fact that we are
spending over $100 billion on Medicaid this vear. So,
Medicaid is receiving a lot of focus. not only through
reforms in the Medicaid program but also. more re-
centlv. through the President’s proposal for health
reform in terms of Medicaid's kev role in that svstem
and also through additional kev reforms that have to be
made in Medicaid to make it more responsive to the
American people,

There have been enormous changes in the Med-
icaid program latelv in response to the concerns and
issues vou've raised. There have been expansions in
cligibilitv, There are options and mandates in many
States: as manv as 20 States have enormonsly expanded
eligibilitv for children to the maximum. There are

changes for pregnant women and for infants, again.
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enormous changes. in response to the concerns ex-
pressed bvvou and others. Ithink the concern that I've
heard expressed repeatedly is about the dropoff or the
“falling through the cracks.” That problem is one that
has not been addressed adequately so far, but again 1
think that the President’s proposal is one that would
address it.

In terms of service expansion, again, in Medicaid.
there is an enormous recognition ot some of the prob-
lems that are faced—increased flexibility in providing
waivers to keep disabled and other children at home
and not in institutions, and enormous changesin terms
of the increased use of case management for various
population groups in Medicaid, particularly for preg-
nant women and for children. but also for disabled
children. What I consider the greatest child health
reform in Medicaid since it was enacted isthe enormous
expansion in the Early Periodic Screening, Diagnostic.
and Treatment Program. the EPSDT Program. the
child health screening program in this country.

Along with service and eligibility expansion, there
are also enormous concerns about access. Trving to
streamline these application forms. getting eligibility
workers out to places, and trving to expand the amount

of dollars paid to community health centersand persons

“Th rough~ vour networks, the power
and cohesion vou are developing,
vou can effect change, through vour
effective advocacy.”

providing obstetricaland pediauricservicesareallaccess
issues in dealing with red tape problems, trving to
overcome some of the barriers that physic ans and
other providers have with Medicaid. But again, as Dr.
Mason said. these are things thatvou and I believe, and
thev are happening, but we need to continue to make
them happen.

One thing that is a realityabout Medicaid is thatit
is a Federal-overseen and State-administered progran.
States have enormous flexibility, whichisboth astrength
and a weakness in the program as vou try to make the
kind of changes that are most appropriate for vour
communities. Through vour networks, the power and
cohesion vou are developing. vou can effect change,
through vour effective advocacy. I would suggest. asa
followup to this conference. and mavbe this is alreadv
planned. that vou debrief vour State Medicaid people
about the kinds of things that vou discussed and that
came out of this conference.

We had a handout here; it was a one-page informa-
tion sheet about Medicaid. and on the flip side wasa list of
all the regional offices for the Health Care Financing
Administration and the people there whom we have
designated to be responsible for maternal and child
health issues. Those people are available to vou to help
vou to approach and access the system. Also, we have a
wonderfully knowledgeable person, Bill Hiscock. whowill
be more than willing and eager to answer your questions.

In terms of vour questions, “Whatare vou going to
do with these recommendations and all the time that
we've spentand the heartfelt feeling that we have about
changes that need to be made?” 1 have found this
enormously helpful and also rejuvenating in terms of
my commitment in trying to make some of these things
happen. clarifying policies in what Medicaid will and
will not cover and in transportation, and making sure
that States are implementing the child health screening
service appropriately. So. for thatl want to thank vou.
I wish vou much success when vou return to vour States
and discuss at that level the things thatvou have discov-

ered or heard.

.
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Lou E:noff

Principal Deputy Administrator

Social Security Administrasion

[accepted a call from Dr. Novello last evening, and I will
teilvou I'm glad I came. I'm glad [ accepted. and itisa
real pleasure to be here. I. t0o. am a parent. My
voungest is graduating from high school this vear. but I
am also an expectant grandparent: 1 don't have a
picture vet, but | have a sonogram, if vou'd like to see
that. We're anxiously awaiting that. I've been involved
in the activities of all three of our children in the
schools. in the curriculum council. and in the PTA. and
[ just want to say. keep up what vou are doing.

['m here not only because I'm a parent. You're
probably saving, “What the heck does Social Securitv
have to do with kidsz" Well. most people think of Social
Security as a retirement program. And we are, [ think.
averysuccessfulretirement program. We have abudget
of over $300 billion, and we pay 40 million checks every
month on time—we've done that for more than 30
vears. We have 1.350 offices around the countrv, where
[assumevouallgetvervgood service whenvougo there.
We have people who serve vou with compassion and
efficiency. We're proud ofthat. But manv people don’t
realize that we at Social Securitv also have agreatdeal to
do with children. Everv month. we pav more than S1
billion to more than 3 million children under one of the
Social Security programs because, in addition to retire-
ment. Social Security has a survivor’s program and a
disability program. We pav children of retired workers,
children of disabled workers, children who are them-
selves disabled. and children whose parents are de-
ccased and where there is a need for income. So. everv
month we do pay 3 million kids more than 81 billion.

Let me speak for a moment about some of the
things that we have done in response to the questions
that have been raised here. First, in terms of access. a
fewvearsago Social Security installed an 800 telephone
number, toll free. nationwide, 12 hours, from 7 a.m. to
7 p.m..oso that vou can call us from anvihere in the
countrv. You'll get someone who will help vou. includ-
ing hilingual help. If vou need a referral, we can refer

from there. We're talking about Social Security
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business. generally. We can’t refer vou for evervthing.
but we will help vou if vou call us on that 800 number.
We can make an appointment for vou in one of the
officesif vou need to come into the office. We're tr:ving
to bring that service to where people can access it from
their home. if thev need it.

Second, I would mention the program that we
administer called SSI. Supplemental Security Income.
[t reaches another 4 or 5 million eligible people. Com-
missioner King launched an SSI Outreach Program.
We recognize that we in government cannot do this
alone. We cannot find the people who might be
cligible for this program and who have a needs base
there. Butwe know thatvouin the community do know
about people, so we've begun an outreach campaign in
all of our tocal offices where we trv to educate those who
are involved in the community to help us find thcse
who mav be eligible for the program. It's been very
successful. and we've had a 20 percent increase in
applications in hoth of the last 2 vears. and we are
continuing to forge those partnerships with commu-
nitv organizations. We need vour help, and we'd be
glad to work with vou in anv of vour organizations in
helping to find persons who mav be eligible for SSI.

Alsoin the last 2 vears. we howve launched aspecial

program for children with disabilities who mav be
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cligible for $81. Some of vou mav have heard of the
Zeblev court case. In that situation, we've developed a
whole new procedure for determining disability in
children. We've worked with pediatricians. school so-
cial workers. and others to detine what disabilitv means
in a child. We've had a lot of help from the Public
Heaith Service. and we've had a lot of input from
community groups. During the last vear and a half.
we've taken 450,000 applications from children with
disabilities, and we've increased the aumber of persons
receiving those benefits from about 200.000 to more
than 400.000.

Youmentioned one-stop shopping. Working with
our colleagues in agencies represented here, we've
begun t integrate our services. We are locating our
offices whenever we can together with other State, local.
and Federal offices that have the same clientele that we
do. Secretary Sullivan has launched a program of inte-
gration of services. and all of us in [the Department of
Health and Human Services] HHS are working closelv
to trv to coordinate our service delivervat the local level.
We do have a standard of service. For the first time. we
have published standards of service for our offices. and
we have just begun receiving public input to that. We
will be modifving tha. as we go along. and we will be
publishing our goals and how long itshould take vou to
receive service in a Social Security office. We issue a
Social Security card. forinstance. in 10 daysnow. Itused
to take us a month to do that. We have other goals. too.
We are trving to determine what is most important to
the public so that we can put our emphasis in that area.
I think it was Ms. Reeveswho said. “Whatwillwe do. if we
don’t like what we hear?™ Well. I hope vou'll call us. if
vou have a problem or a concern about Social Security.,
I mentioned the 800 number: if vou call that number
and don’t get satistaction. I hope vou'll call me. My
number is $10:965-9000. We are vour servants here: we

are here to help vou.
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wCommitmerit of Our Leadegs

resident George Bush and prominent members

of his administration expressed their personal
commitment to the Healthr Children Ready to
Learn Initiative bvattending the Conference and speak-
ing to the participants. President Bush delivered his
kevrote address in the afternoon of the first dav. In
addition, each day of the Conference began with a
kevnote spe:?ch given by heads of the cosponsoring
Governmentagencies: Secretarvof Health and Human
Services Louis Sullivan: Secretarv of Agriculture Ed-
ward M-~digan: and Secretary of Education Lamar
Alexander. Roger Porter. Assistant to the President for
Econonic and Domestic Policy, also addressed the

participants. This section contains their remarks.'

George H. Bush
President of the United States

ight I just say at the beginning of thes= brief

remarks that I am very proud of Lou Sullivan

and what he’s doing as Secretarv of Health
and Hu-nan Services. He's doing a superb job, and we all
are grateful to him. And let me just sav it's a pleasure to
be here todav to help launch this historic Conference.

[ particularly want to thank our Surgeon General.
Antonia Novello. She hasinspired people all across the
countrv with her example and her message. And she
"All children
Then she savs. “We need to

sums it up this way, better than anvone:
have aright to be healthy.”
speak for those who cannot speak for themselves.”
That's why vou've gathered here this week. and
vou've come to lead a great movement of parents.
doctors, teachers, public programs. and private enter-
prise—a movement destined to transform America.
Here's our goal: Bvthe vear 2000, everv American child
will start school healthv and readv to learn. Our success

witl provide a lifetime of opportunity for our children

Some of these yemarks have been edited for clanty.

94 Parents Speak Out for America’s Children

<

\

It will guarantee the health and safety of our families
and neighborhoods, and it will ensure that America
remains the undisputed leader of the world.

Now. Iam proud that ouradministration is part of
this movement. In this administration. families come
first. We're proud to join hands with people like Trish
Solomon Thomas. who has come from New Mexico to

be here this afternoon. She has two children, both of

e eomare s -r\‘),mﬂ-‘m‘v

“Parems are a Chlld s first teachcrs
offermg. the love and s/pﬁ{tual
nourishment that no government
program canf ever hope to, {)rowde

\:

them with special health needs. She perfectlvexpressed
the spirit of our movement when she said, " used to be
And
that's whv we're here. to stand up for our kids. We will

shy, but I had to learn to stand up for my kids.”

not let them down. Our mavemernt draws its strength
from Trish and the millions of parentslike her. Thetitle
“Healthv Children Ready
The Critical Role of Parents.”

of this Conference savs it all:
to Learn: Parents are a
child’s first teachers. offering the love and spiritual
nourishment that no government program can ever
hope to provide.

If I can brag for just a minute here todav, veu may
know of Barbara’'s work promotiiig literacv. I'm verv
proud of her. She wants to help parents understand just
how important it is to read to their kids. When parents

read aloud to theirvoung ones, thevopen their children
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tothe jovofalargerworld: thevteach the self-assurance
and curiositv that comes from learning. Barbara asked
me to extend her best wishes. She’s now on a learning
program. an education program right this minute, in
the State of Mississippi.

Our movement instills the habits of good health:
wholesoine nutrition, sound hvgiene.and protective mea-
sureslike earlvimmunization. Parentsknow thatlearning
and health are two sides of the same coin. Again. parents.
families. and communities are the kev. But government
can help and must help. Last June. for example, Dr.
Sullivan and I. with able advice from Dr. Novello. took
steps to ensure that no American child is at risk from
deadlv diseases like polio. diphtheria. and measles. We
launched an initative to support childhood immuniza-
tions. especiallv immunizations for kids in the early vears
of life. Now. that's a crucial step toward meeting our goal.
I'm proud we've been able to help. Since 1988, we've
more than tripled the dollars for Federal immunization
efforts. from $98 million to $297 million for 1992,

On Friday, Dr. Sullivan and the Surgeon General
and I were outin San Diego.and we had the privilege of
visiting Logan Heights Famiiv Health Center to see
firsthand the benefits of this initiative. We spoke with
parents and community leaders. and evervone of them
stressed the importance of earlv immunization in pre-
ventingillness. Logan Heightsis, one of many, I'msure.
a perfect example of what can be done if concerned
individualssettheir mindstoit. The Centerwas founded
bv a wonderful woman named Laura Rodriguez. who's
become one of our administration’s Points of Light.
helping others and setting an example in the process.
Laura saw a need. and with hard work and dedication.
she rolled up her sleeves and did something about it.
Logan Heights now serves 75.000 patients a vear. So [
sav, “Thank God for people like Laura. She’s an ex-
ample for all of us.” There are many, many other
exar~~'es right here in this room.

~orthose kidswhoneed a head startin preparing for
school. we've made sure that they'll get it. In the last 3
vears, we have almost doubled the funding for Head Start

CRITIC
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programs. and thisvear. I have proposed the largest single
increase in Head Start’s historv: $600 million. Thisvear’s
increase will ensure that 157,000 more kids will be able to
startschoolreadvtolearn. Head Start brings children and
parents into the classroom and into the learning process.
Head Start works because parents take the lead. You may

not know this. but volunteers in Head Start outnumber

“Our; great challenge, then,isto. keep
what worl\snr; our system Jand then
reform what doesn’t worl& ”

paid staff by eight to one. Head Start works because
people care. We're making sure it continues to work, If
it's good for America’s kids. it's good for America.

These are important steps. But there’s more to
do. We must address the larger issues of American
health care. Lastweek, I proposed a four-point plan to
do just that. Everv American family rnust have access to
affordable, high-quality health care.

I dor "t need to tell vou that the American health
care svstem has problems. The crisis has probably
touched many of vou right here in this room. Right
now. more than 8 million children go without health
insurance because skvrocketing costs have placed cov-
crage bevond the reach of their parents. And even
parentswhoare covered worrvabout losing their family’s
insurance if they move on to a different job or, worse

still. lose the job thev have. You shouldn’t have to live
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with this kind of uncertainty. No American family
should. and my proposal would put an end to that.

Yet I think we should keep one thing in mind. It’s
important to remember that, for all its problems, our
health care svstem still provides the best health care in the
world. That's why people from all over the world come
here seeking better care. Most often they're trying to
escape health care systems in which the government
dictates how much care vou'llget and what kind you'll get
and when vou'll getit. In America, that's unacceptable.

Ourgreatchallenge, then,isto keepwhatworksin
our svstem, and then reform what doesn’t work. We
must maintain a maximum freedom of choice and the
highest qualitv care. At the same time. we must make
sure that our children have access to health care their
parents can afford., sick or healthy. rich or poor.

That's what this four-point plan does, and let me
just briefly spell it out for you. First, I want to make
health care more affordable and accessible. I want a
$3.750 tax credit for low-income families to help them
buy health insurance; for middle-income families, I've
proposed a tax deduction for the same amount. Poor
people, those who don'’t file taxes, also would be cov-
ered under this plan.

Second, to cut costs, we will make health care
more efficient. The math is simple: The larger the
group being covered. the lower the cost per individual.
Sowe've proposed health insurance networks that bring
companies together to cut administrative costs and
make insurance affordable for working parents.

And third. we must cut out waste and abuse. We
can start with medical malpractice lawsuits that drive up
the cost of care for evervone. A doctor pestered with
frivolous litigation ends up passing his legal costs right
along to vou, the American people. and right along to
the patient. When vou go to the doctor. I don'twantyou
to have to pav a lawver, too. Just pay the doctor.

Finallv, we must slow the spiraling costs of Federal
health programs. These costs are rising far beyond the
rate of inflation. and that only endangers important
benefits while making less monev available for more

pressing needs.
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There it is. A common-sense reform that will
maintain high-qualitv care. cut costs. ensure maximum
freedom of choice. and give every familv—rich or poor,
sick or healthv—access to health care. I know how
important this is. particularly for parents who have
children with special needs. My plan will ensure that
vou can change jobs without endangering the health
insurance on which vour child depends. We're build-
ing on our system’s strengths. We're avoiding the
pitfalis of nationalized care. the kind that people from
all over the world come to America to escape.

All these approaches for meeting our goal of
healthv children ready to learn must build on a basic
truth, that. in this countrv, families come first. Govern-
ment programs that overtake the rightful role ot fami-
liesand communities, deny them the freedom of choice,
or bind them up in red tape are simplyv unacceptable.

Our movement is about strengthening families.
Over the next few days. I'mtold vou will continue agreat
national dialog, share information, explore new ideas.
and then return to your communities to lead the good
fight. Your commitment is an inspiration. and I thank
vou for inviting me to get a feeling of it firsthand.

Mav God bless all of vou. Thuiik vou all and mav

God bless America. Thank vou verv, very much.

Louis W. Sullivan, M.D.
Secretary of Health and Human Services

ood moming. Itisa sincere pleasure to welcome
evervone to the "Healthy Children Ready to

Learn™ Conference. I'd like to take a moment to
commend mv coileague, Dr. Antonia Novello. who has been
working diligently during her tenure at the Department of
Health and Human Senvices to improve the health and well-
heing of America’s children. This verv timelvand important
Conference is the cubmination of 18 months of planning
among the Office of the Surgeon General. the Deparmments
of Agriculture and Edvcation. the Natonal Governors’ Asso-
ciaton, and so manv others. [ am confident that this Confer-
ence will play an essendal role in our depariment-wide effort

to improve school readiness.

You know it is not often that we policvmakers in
Washington stop to confer with the real experts about
the challenges facing American children. Buttoday we
are. Todav. we are convening parents from everv State
in our Nation. Together with educators and heaith
professionals from the front lines, we can network.
share promising programs. and strategize abouthowwe
can meet the President’s first National Education Goal
that “bv the vear 2000 all children in America will start
school ready to learn.”

As we all know. a good beginning is often the kev
to success. This is especially true when we speak of
children. As parents, health care professionals, psy-
chologists. educators. and others who work with chil-

dren will attest, the experiences of childhood shape the

course of a lifetime. This sentiment was beautifully
captured by John Milton, who wrote: *Childhood shows

the man as morning sho vs the day.”
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What determines whether a childhood is a beau-
tiful sunrise in warm tones of amber and crimson. or a
grim. colorless dawn? First and foremost, a child needs
1o be secure in the love of his or her arents. A father
who reads to his child each night before bed. or a
mother who proudlv displavs cravon masterpieces on

the refrigerator. is really layving the groundwork for a

positive school experience. In addition. a warm. color-

ful childhood is a healthy childhood. Children’s health
and their ability to learn are mutually dependent. Be-
ing readv to learn depends upon a child having enough
to eat. being protected from preventable diseases. grow-
ing up free from environmental pollutants. and having
access to health care. Helping parents to provide a
healthv childhood for their children is a central part of
the mission of mv Department.

In his fiscal vear 1993 budget. President Bush has
The President’s
budget proposal has three areas of emphasis: First. we

provided us a blueprint for action.

must invest in children; second. we must focus on preven-

tion: and third. programs must empower parents.

Investing in Children

Investing in children is simply good health care poficv.
The time and resources we devote to children now will
pay continuous dividends in the future in the form of

healthier and more productive citizens. In recognition

\

v

“[ truly believe that the family-is really
thefirstand bestdepartmentofhealth
and human services. And I'd like to
sav, as well, that parents are a child’s
first and best department of
education.” R

-
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of this fact. the President’s budget proposes to increase
investment programs serving children to $100 billion.
up from $S60 billion in 1989.

Healthy Start

The first few vears of life. beginning in the womb, are
the most crucial period of child development. There-
fore. if we trulv desire to invest in the next generation.
we must begin before the child is even born. We must
begin bv making sure everv mother receives early,
quality prenatal care. Overall. nearly 25 percent of all
women—and nearly 40 percent of Black and Hispanic
women—do not receive prenatal care in their first
trimester of pregnancv.

Lack of prenatal care is a contributing factor to
this Nation's disgraceful infant mortality rate. Despite
spending more on health care than any other nation.
the United States remains 24th among nations in the
rate of survival of infants. Each vear. 40.000 American
babies do not live to celebrate their first birthday.
Black babies are more than twice as likely as white
babies to die.

The President and [ have made infant mortalitya
national prioritv by developing a new infant health
initiative. Healthy Start. Our strategy is to concentrate
resources in 15 communities with stubborniv high in-
fant mortalitv rates. Each community is given the
flexibility 1o create a mix of services tailored to the
needs of their population. We are requesting $143
million to provide these 15 communities with the re-
sources necessary to fully implement their detailed
strategies for reducing infant mortality rates by at least
50 percent over a 3vear period. We will use the
knowledge gained from these demonstration projects

as a model for other communities across the Nation.

Focus on Prevention

The President’s budget also will focus resources and
attention on preventive health programs. Common
sense argues that itis better to invest in prevention and
screening programs than to wait until the advanced
stages of disease. when reatment is more complicated

and more costlv.
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Immunizations
Childhood immunizations are among the most cost-
effective prevention activities. A $1 investment in
measles-mumps-rubelia vaccine may return $i4 in
avoided medical care costs. We can be proud of the fact
that 97 percent of American children entering school
are immunized. However. to be fully protected. chil-
dren need to be properly immunized by the time they
are 2vearsold. Ourratesamong preschoolersare much
lower. and in some inner-city areas. the immunization
rate among 2 vear olds is an abvsmal 20 percent.

That is why the President has requested $52 mil-
lion for our immunization activities—an increase of 148
percent since 1989. My Deparunent will use this in-
crease to target those children most at risk. These
dollars will ranslaze into 6.7 million polio vaccinations.
4.1 million measlessmumps-rubella vaccinations. and

2.6 million hepatitis B vaccinations.

Lead Poisoning

Lead poisoning, the most common environmental dis-
ease of voung children. isanother preventable discase. As
many as 3 to 4 million American children under 6 vears
old mav havelead levelsin the blood high enough to cause
developmental delavs, learning disabilitics. behavioral

problems. decreases in intelligence, and even death.

Low-income, minority children growing up in ur-
ban areasare mostatrisk of havingdangerously high levels
of lead in their blood. The President’s budget requests
$40 million. a 90 percent increase, for CDC Lead Poison-
ing Prevention Grants. These grantswill supportabout 30

statewide lead poisoning screening programs.

Empower Parents

The third emphasisofthe President’sbudgetisthe critical
role of parents and the need to support programs that
empovwer parents. [ truly believe that the family is really
the first and best department of health and human
services. And I'd like to say. as well. that parents are a
child’s first and best department of education.

Educators often speak of the "hidden curriculum
of the home ™ to describe the important lessons we learn
during our first few vears of life. We learn that our
parents love us very much. and that gives us a sense of
security. We learn how to share.and we learn rightfrom
left and right from wrong.

These are not easy lessons to teach. And all too
often this learning does not occur because parents
cannot. or do not. attend to the needs of their children.
It is no surprise that our most successful programs for
children—like Head Start—are built upon direct pa-

renta! involvement.

Head Start
Head Start has won the confidence of the American
people. It is known as a program that works and a
program that is worthv of our tax dollars. Many of you
in the audience are familiar with Head Start: some may
even serve on parent councils. which guide the opera-
tions of the individual centers.

President Bush. a firm believer in the value of Head
Start. has proposed the largest single-vear funding in-
crease in the history of Head Start. The $600 million he
has requested will serve an estimated 157.000 additonal
children in 1993, These additions would mean that
tfunding for Head Start has more than doubled since
President Bush came to office. This unprecedented
increase in Head Startsupports participation of all eligible
and interested disadvantaged children for one vear.

1us
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The President’s Heaith Care Proposal
In addition to targeted interventions such as Head
Start and Healthv Start, the President announced last

Under the
President’s plan. the middle class will get help to pav

week his health care reform proposal.

for health care through a new income tax deduction.
For poor families, the plan guarantees access to heaith
care through another new feature: a bzalth insurance
credit. In combination. these tax provisions will help
more than 90 million Americans and cover 95 percent
of the uninsured.

This morning I've outlined the tremendous new
resources that the President wants tc make available for
children. But more monev alone is not enough. The
critical element of any initiative to help children is par-
ents. Unfortunately, for reasons ranging from parental
exhaustion to preoccupation with careers. children todav
spend 40 percentless time with their parents than theydid
in 1965—an average of only 17 hoursaweek! To put that
figure in perspective. American children spend an aver-
age of 25 hours watching television each week.

I'm encouraged to see so manv parentsand child
experts gathered for this Conference. Over the next
few davs, vou will have the opportunitv to use vour
combined expertise to move this Nation toward the
goal that all children will begin school readv to learn.
To borrow again from Milton. vou will have the oppor-
tunity to make childhood a warm and radiant sunrise,
ushering in a dav of golden hop..

Thank vou all. Godspeed to all of the Healthy

Children Readv to Learn participants.

Edward Madigan
Secretary of Agriculture

utrition is basic. All things can be possible for
a child who is well fed: verv little is possible for
a child, or a pregnant mother, or anvone for
that matter. who doesn’t get the nutritious foods we all
need to grow. to learn, and to excel. It's our job to get
that information to vou and before the public and into

evervdav practice. There are 64 million children in the
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United States today, and all of them share this need.
That's whv we're here this morning.

TFhe President recognized the importance of a
strong nutrition foundation in his education initiative.
The first of his six National Education Goals is that "By
the vear 2000, all children in America will start school
readv to learn.”

To achieve this. we have to ensure that they re-
ceive the nutrition theyv need for healthy minds and
bodies. That responsibility begins before children are
born. Working with mothers. we must ensure that the
number of low-birthweight babies is significantly re-
duced through good prenatal care.

Although we are investing large amounts Gfmoney
and effort to help. it's the parents of children in these
programs who have the primary role to play in their
care and feeding. One of our best programs for
reaching both children and the parents of children at
risk is the Supplemental Food Program for Women,
Infants.and Children. or WIC. This program provides
supplemental food and nutrition education to low-
income pregnant. postpartum. and breastfeeding
women: infants: and voung children—all at nutritional
risk. WIC serves one in three babies born every vear.
That'sabout 5.3 million participants this month alone.
And ourhighest prioritvislow-income pregnantwomen
and their infants. What's more. WIC has become a
gateway to other government services, especiallv health
care. Through WIC. pregnant women are learning
about and obtaining health services they need. Local
WIC agencies refer applicants to Medicaid if it's likely
thev're eligible.

WIC is an adjunct to health care that participants
receive at local health clinics. For example. WIC per-
sonnel promote breastfeeding among program partici-
pants. coordinate with State and Federal immunization
programs. and provide alcohol and drug abuse preven-
tion education and referrals.

WIC is costeftective. A major study done in
1987-88 in five States showed that Medicaid-cligible
pregnant women who participate in WIC do indeed

have healthier babies than low-income women who do
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not participate. Everv dollar spent on prenatal WIC
care was associated with a Medicaid savings of between
$1.92 and $4.75 for newborns and their mothers.

Last vear, the President highlighted WIC asa major
priority to ensure that children enter school healthy and
ready to learn. He requested the largest budgetincrease
for WIC of any president. An even larger increase. $240)
million in 1993. will enable WIC to reach 3.4 million
women. infants. and children each month. Virtually all
low-income pregnantwomen and infantswho are eligible
are enrolled in the program. This2-vear effortwill extend
WIC. benefits to nearly 500.000 more people.

This vear. President Bush is requesting a S600
million increase for the Head Start Program. Here again.
we at the Department of Agriculture work together with
another Federal program. Head Start provides education
services under the Department of Health and Human
Services: the Department of Agriculture provides the
meals and snacks.

Our counterpart program is the Child and Adult
Care Food Program, which concentrates on preschool
children, ages three to five, in non-residential childcare
centers and familv daveare homes. Todav, the prograntis

operating nationwide. in 170,000 childcare centers and

-\

davcare homes. It's been a fast growing program. and
manv of vour preschoolers participate. Next vear, we
propose to spend S1.17 billion on the Child and Adult
Care Food Program. We expect to serve 100 million
additional meals in 1993. due in part to the continued
expansion of Head Start programs.

Of course. the program vour children probably
par[icipatf%in when thev enter kindergarten or first
grade is the National School Lunch Program. Through
this program. schools serve almost 25 million lunches
each school dav in virtually all the public schools and in
most of the private schools. Half of those are free or at
areduced price. Our efforts to change this programare
aimed at focusing our limited resources to those who
need them the most. without sacrificing the program
benetits to all of our Nation'’s children.

Once again this vear. the Bush Administration is
proposing a restructuring of the reimbursement for the
School Lunch Program. Our proposal would reduce the
cost for reduced-price lunches by a quarter. so that a
studentin that categorv could get a nutritious meai for no
more than 15 cents. For reduced-price school breakfasts.
the cost would be reduced to a dime. More well-off
children would find their per-meal costs increasing by
$.06. a small price for such an extended benefit to those
trulv in need. This proposal would enable us to reach
250.000 more children who are currently eligible to pur-
chase meals at a reduced price but are not participating.

This vear. we 've made it much simpler for schools
to establish a child’s eligibilitv for free school lunches
and brezkfasts. We've started a direct certification
svstem under which schools now communicate directly
with local welfare offices. It a child comes from a family
receiving Food Stamps or benefits under the Aid to
Families with Dependent Children Program (AFDC).
the child may receive free school lunches and break-
fasts. Parents are not required to submit an application.
Asaresult. schools report that thev're serving more free
lunches to eligible children than ever before. We don't
vet know how many more are benefiting. butindications
are the number is substantial.

As many of vou mav already know. [ am working to

see that schools and davcare facilities begin to comply with
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the 1990 Federal Dietarv Guidelines for All Americans.
Among other recommendations. these guidelines sug-
gest thatchildrenand adulits eatadietin which 30 percent
or less of the calories come trom fat. We're working to
achieve that goal in the school lunch and breakfast pro-
grams, and we re making progress. Toassist in this effort.
we're conducting demonstrations in California. Colo-
rado. Louisiana. Ohio. and Tennessee to test howschools

can modifv their menus to reduce fat. salt. and sugar and

. still keep students eating school lunches. We are testing

or have tested four different types of low-fat hamburgers
in six States last vear, and the comments coming back
from the schools were very favorable.

In a few months. we will issue a publication and
instructional videos to give cateteria workers additional
information thev need to ofter meals that meet the
dietarv guidelines. The new dietary guidance will be
provided to more than 275.000 child nutrition program
operators—some of vou are here todayv—in more than
90,000 school districts across the country. 1 have prom-
ised to provide schools with the tools they need to
comply with the dietary guidelines bv 1994. Our goal is
to have at least 90 percent of all lunch and breakfast
menus in line with the dietarv guidelines by the vear
2000. I'd like to do a little better than that, and sooner.

Some of vou are parents of children who will be
participating in the School Lunch Program, and vou
need to be involved with vour school and its lunch
program. Just as Head Start owes much of'its success to
parent involvement. the same holds wue for school
lurch. Our most successtul school lunch programs are
those where parents are involved.

Besides school lunch, the School Breakfast Pro-
gram serves almost five million children daily. And
about 80 percent of school breakfasts are served free.

The largest of our food assistance programs is Food
Stamps. Eighty percent of those benefits go to families
with children and abont half of all Food Stamp partici-
pants are children. More than 12 million children receive
Food Stamps each month. Bevond that. three out of four
households with children also receive benefits from at
In 1993, the

Department of Agriculture expects to spend almost 323

least one other food assistance program.
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billion on the Food Stamp Program alone. Food Stamps
are available for every needy person who meets the quali-

fications and enrolls in the program.

who is well fed; very little is Q_ossmle
for a child, or a pregnant] mother or
anyone for that matter, who doesn’t
getthe nutritiousfoodswe all needto

grow, to learn and to excel;’
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There are, of course, other food assistance pro-
grams. During the summer months, the Department of
Agticulture provides meals for children in low-income
neighborhoods. [n 1993, this program will provide
about 100 million meals. We also distribute food pack-
ages and commodities. Food packages are distributed
on Indian reservations and to the homeless. We also
have programs that distribute bulk commodities to
orphanages. hospitals. soup kitchens, food banks, and
meals on wheels.

The food assistance programs do a very good job
of providing needy people with food. But they need to
do more than that. We must make use of these pro-
grams to teach people about the critical relationship
between diet and health. We need to do more than
provide gocd food. We need to provide food that is
good for them in the right mix. We need to help them
understand the difference.

The Nutrition Education and Training Program.
known as NET', supports nutrition education for school
food service personnel, teachers. and students. NET
has done a good job in the Nation’s schools. But some

areas deserve more attention—such as educating
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preschoolers in the Child and Adult Care Food Pro-
gram. The President’s 1993 budget requests a 50
percent increase in NET funds next vear. These new
funds will be used to expand nutrition education and
training to childcare providers who serve verv voung
children. We willdevelop preschool curricula aswell as
materials that show care providers how to serve sate and
nutritious meals and snacks.

I want to mention the National Food Service
Management Institute. sponsored by the Department
of Agriculture. The Institute began operations at the
University of Mississippi in 1990. 1t helps school lunch
operators improve both the quality of meals and the
operation of child nutrition programs. We expect the
Institute to be a valuable source of consistent training
and research-based information.

From the beginning. WIC has made nutrition edu-
caton an integral part of the program. In 1993, we will
spend $115 million on nutrition education to help par-
ents learn about the right foods to serve their children.

To further improve the nutritional status of t'ie
neediest WIC participants, we have requested $12.5
nillion for our Extension Service to provide intensive
nutrition training for the most needy. We will use these
tunds to serve 30.000 new WIC participants. in addition
to the 91.000 now served through the Expanded Food
and Nutrition Education Program.

The President’s budget also proposes $4.5 million
in State grants to develop and distribute training and
nutrition education materials for hard-to-reach adults.
The objective here is a nutrition message sensitive to
income. educational levels. and culwural preterences.

The breadth of our food assistance efforts affecis
many people. In total. this month, we'll reach over 50
million Americans. This effort begins with informed.
engaged parents who are taking an active role in the
programs that affect their children. [ urge vou to work
locallv to see that these programs succeed. Evervone
who can and should be cnrolled in these programs
needs to be enrotled. Thevare among the most success-
ful and helpful in government. In many cases. it takes
vou tomake thenrwork. Keepatit. There are 64 million

children depending on vou and on me. We can make
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adifference in their future. It's our future as well. The
stakes are too high for us not to succeed.

I thank vou, and God bless you.

Lamar Alexander
Secretary of Education

an vou imagine a more irrepressible Surgeon

General than Antonia Novello? She called me

a few months ago, and then she came by to see
me. Isaid. “Now.Iwill be glad to come see vou,”and she
said. “Oh.no.{wantto come seevou.” So she came over
to see me. and she told me about her ideas for this
Conference and how she wanted to focus the idea of
healthv children with the first National Education
Goal—children ready to learn—and how she wanted
the various Departments. those of us in the Federal
Government who work in these areas. to joinin and to
work with the Governors. Butmore than anyvthing else.
we wanted to invite and bring together people from
around the counury. not all of whom were experts in
working with the Government every dav, but people
who were advocates. Some are experts in working with
the Government everv dayv. but many are not, and I'm
sure it's been a very free-flowing. spontaneous. useful 2
or 3davs. [ got the sense of that just this morning in the
few moments [ talked with vou.

I think it's good to have conferences when vou
don't know exactly what the result will be: when you
have peop’ whoaren’tprogrammed necessarily; when
vou have an opportunity to hear a lot of different
people and learn some things vou might not have
known before and consider some things that might be
different than things vou considered before. Ithinkin
an opportunity like that vou can mauwe more of a
contribution than vou can in something that is staged.

[ know that manv of vou worked late Lust night with
vour thinking and vour ideas. and ‘ou will probably be
wondering, “Nowwhat> What aboutall of that work.all of
that enthusiasm. all of that talk—uwill it make anv

differences” Well. the answer is. of course it will make a
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differetice. Yououghtiogetasense of that from the crowd
that vou've auracted here in the last few days. The
President’s been here: lots of people have been here.
Thev're paving atiention, I think. to vour presence. So
vour ideaswill make theirwavback into Sovernment.into
the States that vou come from. and hopetullyv, and maybe
mostimportantlv. whichiswhat I'd like to talk about, back
to the communities in which vou live.

We like to call them the America 2000 communi-
ties. You mav call them whatever vou would like, but in
the end. that's where the results reallv make a differ-
ence. I get a lot of letters from children. since we're
tatking about children, and teachers encourage them
to write me. [ like to see that. because so often our
children today end up sitting around watching televi-
sion. which is sort of a one-way thing, and thev're 1.0t
communicating and talking and having conversations
as much as thev should.

The President talked about America 2000 and a
national examination system. Thisisavoluntary svstem.
You may be in my hometown in Merryville. TN. and vou
really wonder. "Well. I read ail this stuff in the paper.
Are our kids here learning math in the fourth grade to
a world~class standard? I'd like to know.” What the
President wants to do is to make sure we create some
standards in math. science. English. historv. and geog-
raphy. then a series of what he calls American achieve-
ment tests that we can use in my hometown to answer
that question. Then if some kids are and some kids
aren’t. atleast we'll have an honest answer about it and
we can go to work on it. Of course. what the President
is suggesting is not more tests, just different tests—tests
that might give us a clearer indication. We want Ameri-
can schools with American values for our children, but
we also want them to be able to learn enough and do
enough—all children—to live. work. and compete with
children growingupin Seoutand Taiwanandallaround
the world.

[ was the Governor of Tennessee for 8 vears. and

after I had been there awhile, I figured. if we just sort of

get up everv day and do our job, we may end up going
around in circles. We have a philosopherin Tennessce

named Chet Atkins who plavs the guitar. and he savs
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something very profound: “In this life vou have to be
mighty careful where vou aim because vou are likely to
get there.” We talked about it with our cabinet in the
State government and came up with a very short sen-
tence about what we were tryving to help our State do.
Notice I didn't sav “what we were going to do for our
State " because that's not the wavit works. That's the way
some people thinkitworks.and sometimesvou read the
newspapers and people say, “I'm going to do this, and
I'm going to do that.” That's not the wav it works. What
we were Irving 1o do was use our positions in govern-
ment to help people do things for themselves, commu-
nity by community. And our goal for our State was to
have healthv children who lived in safe and clean
communities and who could go to good schools that

would help them have abetter life and agood job. Itwas

thatsimple, and we alwavsstarted with healthy children.




My wife was one of mv educators on this. Gover-
nors really educate themselves in public. if they're
smart. Theyv don't arrive knowing evervthing: they
reallv don’t arrive knowing much. So. I learned a lot.
and ! thought that one of mv roles as Governor was to
help others learn as | was learning. My wife formed a
Healthv Children Initiative and went to work over a
period of 6 to 8 vears on a number of things.

One of those things had todowithavery highinfant
mortalitv rate we had in the State and a very low level of
prenatal health care. We found that for a relatively smail
amount of moneyv we could take prenatal health care
services. which were available in onlv about 30 of our 95
counties. and expand them virtuallv to everv county. It
reallv took placing priority on it and working on it and
talking to a lot of people about it and spending some
money. In the whole State budget. however. it wasn't

much money. [ ran into

We saw results from that.
individuals, women in Tennessee towns, whowould come
up to me and say.
born healthv.”

gave the mothers some awareness of what some of their

*I think vour wife helped my baby be
because they knew thatshe wasinvolved. It

responsibilities might be during the period of pregnancy.
and it made some difference.

We found some other things that could be done.
The Healthv Children Initiative revealed that manv
babies were being born without a pediatrician available
on the first dav. Thevalso found itwas entirely possible
to have one available on the first dav. and that it didn't
necessarily cost monev. The pediatricians in our State
and our Heaithy Children Taskforce got together and
simply agreed that. if a child was born who didn’t have
a pediatrician identified. the hospital. doctors. and
Healthv Children Initiative would designate one so that
babies being born in Tennessee had a doctor. So. just
those two things made a difference.

[ also recall that toward the end of the time I was
Governor. the head of the Healthy Children Initiative
and mv wife came i and said. "We need to do more in
childcare.” Isaid, “Well the budgetis already made up
and we don 't have anv more money for this vear.” I'was
alwavs trving to think of the practical things. vou know.

Thev said. “Oh. that's not a problem. we'll just ask the

corporations in our State to double the number of
childcare spaces that theyv provide to their employees.™
Now this was 3 or 6 vearsago, so it was a modest number,
butwe got some major corporations together, the CEOs
[Chief Executive Officers], talked to them aboutit. and
challenged them to double the number of childcare

“The one message Iwould like to
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leave with you today is that whileit's

extremely important what natlonal

policyis.. "and while it’s very impor-

tant what thf; State does “ .itis most

important yvhat hapEens here you

live, in your hometown,
7

spaces thev provided to their emplovees. They quad-
rupled the number of childcare spaces theyv gave to
theiremplovees. and I believe the succeeding Governor
continued that initiative. [ make those comments to
vou because many of vour States. and many of vou are
involved in this. know of efforts to expand prenatal
health care. Manv of vou know of efforts to identify
doctors for babies from the time thevare born. Many of
vou know of efforts to encourage emplovers to provide
childcare opportunities for their emplovees: some of
vou might not mind doing that.

The one message I would like to leave with vou
todavis thatwhileit'sextremely importantwhat national
policy is—that affects the spending of a lot of money—
and while it's verv important what the State does—that
also affects the spending of a lot of money—it is most
important what happens where vou live. in vour
hometown. The truth is. the fundamental problem that

1iv
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vou're here about, the fundamental problem that
President Bush's education initiative addresses in the
end. is a matter of parents. families, and communities
taking care of children and puttinga prioritvon children
as thev are growing up.

It's the greatest challenge that any adult ever
has—that matter of bringing a child healthy and safely
into the world and helping that child grow up. I think
every child is at risk from before they are born and
continues that wav until that person begins to have his
or her own children and tor some time after that. Every
child is a fragile. miraculous opoortunity for success
and potential. The more I see of schools, communities,
and this country, I think what is really happening is that
we have gotten to be a very busy country. busier than
ever. all of us working. It seems like our feeling of
responsibility forour children has dropped afewnotches.
and we need to move it back up or 'se we'll be planting
landmines in the desert all over America. and we'll
never be able to find them all or to take care of themail.

I think of goal number one everyday because it’s
part of my job to help America 2000 communities do
what the President has asked them to do: adopt those
six National Education Goals: develop astrategy in their
hometown to move toward those goals; and develop a
report card to measure progress toward those goalsand
to think about creating a new. break-the-mold Ameri-
can school that reallv meets the needs of children the
way thevar - growing up today. Then,Igoto California.
and the Governor reminds me that 1 out of 10 babies
born in California every vear is a drug baby—babies born
with some poison in them. They're not all crack babies.
but they are drug babies. There are 250.000 children
born in California every vear. That's alot of babies. and
that's an obstacle to learning. Those children have one
strike against them from the day they are born in terms
of their ability to grow up. live and work. and compete
in a world with children from all over the world.

One of mv perceptions is that more money will
help. but thereisalotof Federalmoneyout there.much
of which could be better spent if we could find ways to
organize itbetter. For example, Jule Sugerman came in
to sce us the other day. Many of vou may know him. He
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got busy in the 1960s and really, with some others.
invented Head Start—ijust a little pilot program and
zoom, here it goes, over the last several vears. Evervone
is awfully proud of Head Start. He pointed out to us in
the Department of Education that there are now 27
different Federal programs that were available for chil-
dren whoare less than 5 or 6vearsoldand that the major
challenge right now—while he’s an advocate for more
monev—is spending that money wisely.

I think of Decatur, Georgia, as a wonderful ex-
ample. There's a school district that. in the early 80s,
had people trying to get out—parents seeking to get
their children in schools in other districts. Today they
are trying to getin. There are two reasons for that: One
reason has to do with what goeson inside the schooland
the second reason has to do with what goes on in the
community outside the school. bothinvolving children.
Inside. it's a tough school with high standards, teachers
who are responsible for the progress of the children,
and a very strict superintendent. This isa school that
would have a profile for low achievement scores—it’s a
minority district, 90-95 percent, where most of the kids
have a chance to have free lunches or free breakfasts.
Rutin this school they have among the highest achieve-
ment scores in the school districts in the State.

What makes the difference? I think it's what goes
on inside the school. The superintendent in this rela-
tivelysmall school district—one high school. one middle
school. and a few. three or four. elementary schools—
hasgathered more than $1 rillion of support from the
community to help the children. He uses the school as
the organizing point to help those children. so thev
don't just turn kids loose in the afternoon at 3:30 p.m.
to go home to an empty house with no support. They
have evervone from the Boy Scouts to the Girl Scouts to
the local foundation. to the Department of Health and
Human Services and Department of Education offices.
They've just rounded them all up, and they've taken
that monev. energy, and interest, and thev are fitting it
with the real needs of those children. They don’t
interfere with the school's function of teaching and
learning. I don't think we should: we shouldn’t dump

problems on the school that the school is not capable of




handling. But thevdo use the school asa center for the
organization of ccmmunity efforts, which helps the
children become ready for school and stay ready for

school as they grow up.
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Every chilthis a fragile, miragulous op-
portunity for.success and potential.”
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I am sure the President has told vou that the Head
Start increase that he's recommended is the largest one-
time increase in history. The Federal budget has gone up
25 percent over the last 4 years, overall. Head Start
funding from the Federal Government has gone up 127
percent. Isuppose it could be more as compared to the
rest of the budget, but nothing I can think of has had a
higher priority than the Head Startincrease. Thenthere's
Even Start, the WIC program, and many others which I'm
sure vou've already discussed in the last 3 days.

The pointl would like to leave with you is that when
you go home, I hope you will seriously think about
becoming deeply involved in creating an America 2000
community, because that will putyou in the midst of what
isgoing to be happeningin Americain thisdecade to help
ourchildren re-«ch thisgoal. That's the first thing we have
to do. We have to getinterested, and we h ave to mobilize
the community. They have to pay attention to mothers
who have no prenatal health care, to babies who have no
doctors. to children who have no one to love them or read
to them. to disabled kids who need a little extra help and
an opportunity to be included.

All of these take time, and we can’t make progress
if what we lead the Nation in is watching television. We
have to get unconnected from the television and more
connected with real people in our own hometowns. So
if, in Derry, New Hainpshire, or anvwhere, they decide
to respond to the President’s challenge to become an
America 2000 community as they have in Las Cruces,
New Mexico, in Billings, Montana, in Omaha, Ne-
braska, in Richmond, Virginia, America will benefit.
There are already 1,000 such communities; there will be
2,000 by the end of this year and several thousand as we
move on through the 1990s. Ia all of those communi-
ties, goal number one is the children.

What I would hope is that while you're spending
some of vour time advising us how to change the Federal
spending patterns, the State commissions, and the various
advocacy groups, don't forget to advocate where you live,
because that’s where you'll make the most difference. In
Decatur, when they take the children in one high school,
one middle school and three :lementary schools, and
they mobilize everything there to help those children,
they can do it, because there are that many children and
there's plenty of help and they can fit it together. When
we think about the whole world, sometimes it’s so incom-
prehensible that we can’t seem to find a way to make a
difference. Butwhen we think aboutwhere we liveand we
go outside and we spend that time with our childien.
which is hard to do, as so many of vou do asadvocates, then
we can make a real difference.

The schools can be changed to fit the needs of
working families and can be made more convenient.
They can be made better places for children who need
special help, gifted children, children who need help
catching up, and children who would like to go ahead.
For example, there's no reason schools should really
ever be closed. That's the first conclusion reached by
Derry, New Hampshire. They can open the schools in
the afternoon to be convenient to working families and
in the summer for kids who need special education, and
everyone involved in special education knows how much
a child loses between May and September. There’s no
need for that to happen. The schools can open up, and
families that can afford it can help pay for that—it
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doesn’t cost much—and the Government can pav for

families who can’t afford it. It's just a matter of coming
to the conclusion to do it.

I thank you for coming, and I thank most of vou
for staving up so late. I've already had a glimpse at the
tnoughts thatare behind vour report just this morning.
I know that the Surgeon General with her irrepressibil-
ity will make sure thatall of us pavattention to what vou
sav. We'll try to do our best here in funding and the
organization of programsin ways that make adifference
for vou. I'hope vou'll keep in mind that there is a lot
there towork with and that there are children whoneed
help. Still, the most effective place to make a difference
is in the familv. in the community. and in the places

closest to the children. Thank vou verv much.

Roger B. Porter, Ph.D.
Assistant to the President for Economic and
Domestic Policy

t's a great pleasure for me to be with vou today in

the final hours of this very important Conference
asvou prepare to lea' e behind a series of findings
that those of us in the Federal Government are eager
and anxious to read. [ salute mv great friend. the
Surgeon General. for hosting this conference. Itisa
reflection of her tireless commitment to children. to
the health and - =ll-being of our Nation. and to the
strength of the American family. Dr. Novello’s experi-
ence as a pediatrician has equipped her with special
expertise in the subject of this conference. *Healthv
Children Ready to Learn,” and her eioquence as a
public servant in tackling many of the most important
issues of our day enables her to make a real difference.
The President earlier this week reiterated to von
hiscommitment to the goal thatall children startschool
readyto learn. Thisisa commitment that permeates his
administration. The President’s Education Policy
Advisorv Committee. which is made up of educators,
business and labor leaders. and media representatives
hasspentmuch time discussing ways to enhance parental

involvementin the health and education of ourchildren.
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“The- ﬁrs't conviction is that farmhes
come ﬁrst,‘. .. My second comﬁctmn
... isthat, mbur lives, we must never
allow the thmgs that matter most to
be at the mercy of’ the thmgs that

matter least

I've had the privilege to be involved throughout the
administration in the partnership with the Nation’s
Governors on education. This partnership was
established in 1989 at the President’s summit with
Governors in Charlottesville, Virginia. Following that
summit, the President and the Governors adopted six
Natonal Education Goals for the first time in our
Nation's historv. Those six goals provide a foundation
for all of our collective efforts to revitalize our Nation's
education system. Theyv aim to ensure thatour children
have the opportunity to start school ready to learn and
to get the kind of education that will enable those
children to succeed in life.

This audience represents a marvelous commit-
ment to that first National Education Goal—that by the
vear 2000 all children in America will indeed start
school ready to learn. You represent millions of the
Nation's parents who are the kev to success in this goal.
My time is short with vou this morning, and I simply
want to leave with vou three brief convictions that hope
vou will remember and carrv home with vou.

The first conviction is thai families come first. As
the President said to vou on Monday. “In this adminis-
tration. families come first.” Welive in a marvelous time
in historv and in a marvelous time in the historv of
the world.

Never before has there been greater
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opportunity and perhaps never greazer challenge. The
opportunities for learning, travel. and communication
are almost limitless. And vet this time of great opportu-
nity is also an enormous time of great challenge. The
family, the most basic unit of our society, seems under
almost daily attack. The need for concerned and loving
parentsand concerned and loving mentorsisas greatas
in anv time in our Nation's history. The President.
sensing this great need. announced in his State of the
Union Address that he was establishing a commission
on America’s urban families, partially in response to a
remarkable meeting that he had with a group of the
Nation'smavors, Republicansand Democrats.who came
to him with a single and simple mnessage on which they
all agreed. The message was that there was not a single
problem they faced in our Nation's great urban areas
that did not have at its roots the disintegration of 1ae
family. They called on the President to work with them
in trying to find ways to rebuild and strengthen the
family. As the President said. in his administration,
families come first.

My second conviction I want to leave with vou is
that, in our lives, we must never allow the things that
matter most to be at the mercy of the things that matter
least. Plato once said that "Whatis honored in acountry
will be cultivated there.” We as a society must honor
those activities thatinvolve one generation transmitting
aset of fundamental values and aspirations to the rising
generation. As this Conference has so successfully
articulated. these values must include good health and
a commitment to learning. We must learn to reward
excellence in education, not simplyv to eulogize athletes
and entertainers. We must cultivate a culture of charac-
ter in this country for. as Secretary Sullivan has re-
minded us frequently. the great health challenges that
we face now are not communicable diseases. which 100
vears ago caused our life expectancy in this country to
be 45 vears of age. Those have gone: we've now added
30 vears of life expectancy in the last 90 vears of our
historv. That is a remarkable event: nothing has ever
been seen like it in the historv of the world. The
challenges we face now with respect to health are tied

neavily to lifestyle—to the conscious. deliberate choices
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that people make about how they are going to live their

lives. We have to be about the business of helping
children understand what those choices are and how to
make the right ones.

My third and final conviction is that we are all in
this together. We want to cheeryvou on asvou go to vour
homes. families, and professions after this Conference
has concluded. Dedicate yourselves to communicating
and practicing the critical role that we have now to pass
on to the nextgeneration the most valuable of treasures
vou can give to another person: a healthy life, commit-
ted to learning. I applaud. as many other: do. your
dedication and commitment, and I wish vou, and all of
us as a Nation, well as we undertake this important task.

Thank vou verv much.
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“My third and final conviction is that
we are all in this together.”
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" Panel Presentations

hile the State Parent Delegates were at-

tending the Parent Work Groups. the Gen-

cral Participants attended panel presenta-

tions dealing with a number of issues related to the
health and education of children. The group of more
than 500 General Participants consisted of parenis who
were not appoirted as State Parent Delegates (several
of whom represented parent advocacy groups and
parent networks); government officials; representa-
tives of Federal, State. and local govermment health,
education. and social service programs: representa-
tives of other public (nongovernmental) programs:
and repre<entatives of private programs. Each panelist
was chosen based on his or her extensive experience in
the specific subject area to be presented. Two concur-
rent panel presentations were given in five different

time periods. Summaries of the presentations follow.

Panel 1A

EARLY CHILDHOOD ISSUES THAT AFFECT
SCHOOL READINESS AND HEALTH

Moderator Marilim H. Gaston. M.D.. holds the rank of

Assistant Surgeon General in the Public Health Service
and is currentlv the director of the Bureau of Health Care
Deliverv and Assistance at the Health Resources and
Services Administration. She described four cornerstones
that affect «chool readiness and health: adequate nutri-
tion. proper :mmunization, injury prevention. and access
to primary and preventive health care. The panel discus-
sion focused on buildi.,, preventive measures. providing
qualitv semvices on time, and overcoming the barriers to

adequate health care and nuwridgon.
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Walter A. Oienstein, M.D.

Director. Division of Immunization

National Center for Prevention Services

Dr.Orenstein manages the Federal Immunization Grant
Program.which supports the States’ immunization pro-
gramsand provides nearly one-fourth ofall the vaccines
routinely used to prevent disease in children. He said
that U.S. immunization levels are the highest in the
world: State laws provide for immunization of children
regardless of their socioeconomicstatus. race. ethnicity.
etc. Orenstein emphasized that these immunization
requirements provide effective protection against dis-
eases. notonly for individuals but also for communities.
because high levels of immunization in a community
can stop the chain of transmission.

However. Dr. Orenstein reported that recent sta-
tistics reveal some problems in our immunization pro-
grams. For example. inner cities may have large con-
centrations of unvaccinated people. Also, the recent
measles epidemic was caused by the failure to vaccinate
children at an appropriate earlv age. To combat the
problem. Dr. Orenstein urged health professionals and
other members of society to talk to each other and
parents about the need to vaccinate on time and the
implications of not doing so. He also talked about the
importance of a community irfrastructure to provide
vaccinations (e.g., an adequate number of clinics avail-
able. appropriate staff. and flexible hours for vaccina-
tions). He recommended promoting immunization
through all health care contacts. such as early infancy
caregivers. early childhood health care providers. and
educators. He stressed the importance of figuring out
the barriers to prevention. “The bottom line.” he said.
“is that there is no reason for people to suffer from

preventable diseases.”

Geborah Jones, B.S., M.S.
Director. New Jersev State WIC Program
New Jersev State Department of Health

Ms. Jones discussed the role of nutrition with respect to
the health and well-being of children. Noting that
nutrition has phvsiological. psvchological. biochemi-

cal, and social implications. she relaved its role in
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providing energy, digestion. and a host of other meta-
bolic functions. She suggested ways to ensure adequate
.utrition and talked about the recommended daily
allowancesof various nutrientsand how theyhelp foster
proper growth and development of the very voung.
Ms. Jones then focused on the symptoms and
treatment of malnutrition and hunger. Both have a
negative impact on learning abilities and behavior.
Numerous studies of malnourished children show that
they perform poorly on problemsolving and psvcho-
logical. cognitive. verbal.and visual tests. Othersigns of
undernutrition are apathv. inattentiveness. problems
interacting with others. and other learning problems.
Ms. Jones noted that nutrition programs such as WIC
provide several benefits. including food supplements.
information on nutrition. and social services. WIC is
sometimes referred to as “the gateway™ to health care,
immunization, Frod Stamps, Medicaid. Aid to Families
with Dependent Children. and Migrant Education. In

the long run. WIC can save Medicaid costs for newborns

and mothers. When mothers participate in the pro-
gram at the prenatal stage, both baby and mother
become healthier. Ms. Jonesatfirmed thatat-risk babies
whose mothers participate in the WIC program are born
heavier than those whose mothers lacked thatadvantage.
In closing, Ms. Jones urged the eradication of malnutri-
tion and hunger and the promotion of social services to
address the needs of underserved and targeted popusa-
tions. To achieve these objectives, she advised (1) edu-
cating the American population on the importance of
nutrition. (2) expanding the WIC program to serve a
larger portion ofits eligible population. and (3) promot-

ing programs that provide nutritious school lunches.

Modena E.H. Wilson, M.D., M.P.H.

Associate Professor of Pediatrics

Johns Hopkins University

According to Dr. Wilson. preventing injuries to chil-
dren may be the most significant challenge to health
caregiverstor children. One in five children is seriously
injured every vear. One-half of childhood deaths are
due to injury, and the number is growing. However.
preventive measures have been slow to develop, noted
Dr. Wilson.

Injuries to children result from a variety of inci-
dents: accidental shootings. poisoning, falls. motor
vehicle accidents (both occupant and nonoccupant}.
drowning, and burns from fire or other sources. The
injury problem visits different populations in different
wavs. Statistics show that boys are more likely to have all
tvpes of injuries than girlsand that children of colorare
atgreater risk than whites. Because many types of injury
require home treatment, parents need to know and
apply first aid skills. However. not all parents are
equipped to handle injury.

The lasting effects of injuries vary greatlv. and thev
can be significant. Injuries mav interfere with the abilite
to move or manipulate objects for the rest of the child’s
life. Head injuries interfere with physical and/or mental
functoning—whether or not the child becomes com-
pletelv disabled. Because injuries mav affect how a child
looks, thev often help lower his or her self-esteem. Inall

of the se cases. injurv affects children’s readiness to learn.
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How do children get into sitvations that cause
injuriesr  Dr. Wilson believes accidents occur in part
because children live in an environment designed by and
foradults. First.childrens’ small size isa problem because
they can easilv slip through spaces. (Seatbeltsand grocerv
carts, for example. are not designed for children.) Sec-
ond. children lack the judgment and experience that this
environment requires. For example. they ask questions
such as “Is this gun a tov? Can I fly like Superman:™ To
combat the childhood injury problem. Dr. Wilson noted
that su;Sewision of parents cannot alwavs be relied upon
as a solution. Instead. she advocated. we need to build a

hetter environment for children. -

Myron Allukian, Jr., D.D.S., M.P.H.

Director, Personal Health Services

Boston Department of Health and Hospitals

Dr. Allukian spoke about the importance and the diffi-
culty of getting primarv health care and preventive
health care for children. Quoting Mark Twain. he said.
“Even if vou're on the right track, vou'll get run over if
vou just sit still.™ He urged taking an aggressive ap-
proach to solving children’s health care problems.
because the Nation has not emphasized that working
togetherto produce the healthiest childrenisa prioritv,
He noted that. while three out of four elderly citizens
receive financial assistance. a large number of chil-
dren—one out of five—lives in poverty. and one child
out of four is born into poverty. Yet cash pavments to
needv families with children have decreased signifi-
cantlv. This situation broadens the gap between the
haves and the have-nots and amplifies the social prob-
lems that stem from poverty—among them: (1) inad-
cquate health care and food supply: (2) poor academic
performance: (3) teenage pregnancy: and (4) wide-
spread drug and substance abuse.

To address this situation in which many people
lack health and dental insurance and an increasing
amount of care is given to fewer and fewer people, Dr.
Allukian offered the following guidance. First. health
care priorities must be reversed so that the health care
svstem promotes health care for evervone. To accom-

plish this reversal. the national budget for health care
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“. . . while three out of four elderly
citizensreceive financial assistance, a
large number of children—one out
of five—Ilives in poverty, and one
child out of fouris Forninto poverty.”

must be increased. Parents. educators. health profes-

sionals, and legislators need to become more account-
able. “Currendy.” he warned the audience, “we are
using band-aid approaches.” Head Start serves onlv a
small portion of the people who need it. Community
health centers reach only one-fifth of the children
eligible for services. He noted progress in lowering
infant mortality rates for the Nation: however. he said.
the black population still experiences owo to three times
greater rates of infant mortality. ‘Second. national
leadership must promote preventive health care for
every man. woman. and child. Community-based pre-
vention services and a national health plan, including a
preventive health program for kindergarten through
grade 12, must be provided. The plan would include
national programs in familv planning to promote the
concept of having children who are wanted. Third.
medical schools need to be encouraged to cooperate—
rather than to compete—{or private sector grants. Fi-
nally, Dr. Allukian tlked about the importance of
sensitivity to the needs of the community and private
citizens when dealing with health matters because. he

said in closing. “children are 100 percentof our future.”
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Panel 1B

HELPING FAMILIES GET SERVICES:
SOME NEW APPROACHES

This panel, moderated by Ronald Vogel of the Depart-
ment of Agriculture’s Food and Nutrition Service, pre-
sented several innovative wavs of eliminating the diffi-
culties manv parents encounter in trving to negouate
the bureaucratic maze that surrounds the services they
need for their children. Making the svstem more
comprehensible, more user friendly. and simpler to

access was the common theme.

Juanita C. Evans, M.S.W.

Chief. Child and Adolescenit Health Branch

Department oj Maternal, Infant, Child, and
Adolescent Health

Maternal and Child Health Bureau

Ms. Evans presented the new Model Application Form
whose development was mandated by the Omnibus Bud-
get Reconciliation Act of 1989. The Model Application

Form is designed to simplify the application process for,

individuals and families eligible to apply for any or all of
the seven aid programs offered through the Maternaland
Child Health Bureau. In keeping with the congressional
mandate, work was completed within | vear’s time and
manv agencies {including the Department of Health and
Human Services, the Office of the Assistant Secretary of
Health, WIC, Medicaid. Head Start. and others) were
represented on the interagency work group. Ms. Evans
said that including representatives from the Office of the
General Counseland otherreviewing bodiesgreatyvhelped
the process. because their input was obtained during the
development phase rather than after the fact. The Model
Application Form is available for use from the Maternal
and Child Health Bureau or from Governors’ offices.
State agencies are free to use the form in whole orin part,

to adapt it as necessarv. or to not use it.

,‘\

Deborah Clendaniel, M.S.

Director, Maternal and Child Health Services

Delaware Division of Public Health

Ms. Clendaniel’s presentation introduced the concept
of one-stop shopping, or colocation. for health and
social services delivery. This tvpe of system has been
working in Delaware for more than 20 years. Having a
single point of entrv into the system makes obtaining
services and enrolling in appropriate programs easier
for clients, thereby increasing the number of people
who receive the services they and their children need.
The staff of the Delaware Service Centers see them-
selves as a “funnel,” helping to direct clients to the
services thev need and to which thev are entitled. all
during a single visit. Each center houses a variety of
health and social services. including senior centers,
health clinics. parole/probation offices, daycare facili-
ties, and migrant health offices. Most are open from
7:00 a.m. until 9:00 p.m. While clients’ convenience is
the main concern, colocation also benefits program
administ.ators. Information can be shared among
agencies. and the certification and income verification
processisgreatlysimplified. Referrals (e.g., for speech/
language /hearing evaluations) can be made in house.
Automated data management makes client informa-
tion more accessible, keeps it up to date. and lets the
staff members closest to the client access the data they
need to make decisions. Ms. Clendaniel said that the
guiding philosophy is that delivery systems must begin
toaccommodate, rather than merelv tolerate, the needs

of the population they serve.

Mary Jean Duckett

Chief, Home and Community-Based Waiver Branch
Medicaid Bureau

Health Care Financing Administration

Ms. Duckett explained the Targeted Case Management
benefitavailable forsome Medicaid recipients. Selecting
Targeted Case Management allows Medicaid clients to
choose a certified case manager to assess their needs
and guide them to appropriate services and agencies.
Case managers notonlyrefer clientsto Medicaid-covered
agencies and providers, but aiso help clients interact

with landlords or housing agencies. schools, and anv

~
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other areas where assistance is needed. Medicaid is a
Federalagency thatis State administered. and States set
most of the regulations that govern who is eligible. what
servicesare covered.and which providersare authorized
lo request reimbursement for services rendered. States
mav make Targeted Case Management available to
Medicaid clientson the basisofincome. certain medical
or psvchological conditions. geographic region. age. or
other criteria as deemed appropriate. \uthorized case
managers can be schools, social workers. or other
agencies. and case managers need not work for public
agencies. States mavnot restrict case manager eligibilitv
to a particular provider: rather. general qualifications
must be written to allow a varietr of providers to be

eligible.

J. Terry Willianss, R.D., M.P.H.

WIC Program Director

Wyoming Department of Health

The Wvoming Health Passport. presented to the audi-
ence by Dr. Williams. uses smart card technology 1o
record and store comprehensive medical and eligibil-
itv data for WIC clients in a format that is portable,
inexpensive, easv to update. and confidential.  The
passport itself. which looks like a credit card. is a 16
kilobvte microcomputer. The cards cost about $10
cach and have an estimated life of 3 vears. A card’s
memory capacitv can be doubled tor about S0.40.
Becau~e WIC information takes up onlv about one-
third of the card’s memory. the remaining memorv is
open for other agencies to use. .\ client who visits a
service provider presents his or her card: the client’s
historv is available to the provider. and the card is
automaticallvupdated each time services are rendered.
Clients control access to the information through the
use of PINs. Clients can obtain paper copies of their
entire record at WIC oftices. Dr. Williams said that the
Health Passporthas heen especiatlvvaluable in sparsely
populated Wyoming. because it eliminates both the
delav and the cost of mailing. telephoning. or faxing
information among agencies. Other States that are
preparingto pitotsimilar programsare Montana. North
Dakota. and ldaho.
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Clara L. French

Food Program Specialist

Supplemental Food Programs Division

Food and Nutrition Servicé

U.S. Department of Agriculture

Ms. French closed the session with a discussion of
privacy and confidentiality of client information. Al
though integrating services and sharing data have ben-
efits. such exchanges mav sometimes threaten patient
confidentiality.  Manv Federal and State regulations
govern the exchange or disclosure of personal informa-
tion. Special regulations apply to certain sensitive
information. such as program records concerning sub-
stance abuse. AIDS status, sexual historv, and actual or
suspected child abuse.  In integrated data svstems,
confidentialitv mav be nuaintained by the use of pass-
words. read-onlv screens. exclusive or restricted access
files.and other methods. Insearching for the appropri-
ate balance between datasharing and client privacy. Ms.
French asserted, administrators should solicit clients’
opinions about what information mayv be shared and
whatinformation mav not. Administrators must review
and become familiar with the requirements of all appli-
cable legislative. regulatorv. or policy restrictions on the
release of information. Finallv. Ms. French urged con-
tinued cooperation among agencies and programs as

thev work to balance these two important concerns.

Panel 2A- : B ’

HEALTHY CHILDREN READY TO LEARN: WHAT
ARE THE ROLES OF PARENTS, EDUCATORS,
HEALTH PROFESSIONALS, AND THE
COMMUNITY?

The theme of this panel. moderated by Josie Thomas.
Project Coordinator for the Family and Community Net-
working Projectat the Association forthe Care of Children’s
Health.wascooperaton among parents.educators, health
protessionals, and the community in raising healthv chil-
dren. Each speaker stressed the need tor true collabora-

tion, interdependent parterships, and empowerment.

icy
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Rosalie Streett

Executive Director

Parent Action

Ms. Streetturged the audience to put familvissuesat the
top of the national agenda and to improve the quality of
life for American families. Highlighting the pivotal role
of parents in meeting these goals. she said people
should turn to parents first when looking for informa-
tion pertaining to children’s well-being. “The only
people who can make a change for parents.” she said.
“are parents.” She cited adoption statistics to illustrate
how rapidlv the world has changed. Fifteen vears ago,
the process to adopt a child took an average of only 9
months. Now. the situation has reversed. with onlv 1 of
85 teenagers presenting her baby for adoption. thus
creating a shortage of adoptable babies and long wait-
ing lists for prospective adoptive parents. However, Ms.
Streett emphasized that, in the face of a changing
society, the needs of children and the need for strong
families have not changed and never will change. Un-
fortunately. todav's demands on people’s lives may
cause them to forget about the support that children
need. Although the support children need is common
knowledge. not evervone recognizes that parents are
the largest untapped political constituency. Ms. Streett
offered the following guidance. (1) Ensure that every
political candidate—local. State. and national—sup-
ports the needs of parents. (2) Encourage parents to
voice their needs. For example. children’sneeds can be
supported by creating a better workplace. Some offices.
she said. are leading in this direction by allowing chil-
dren to come to work with their parent when the
childcare providerissick. Noting that the United States
is possiblv the only western country that does not have
afamilvand medical leave policy. Streett told the group
thatit's time to get motivated. (3) Encourage children
to be creative and interactive. She directed parents to
turn off the vic.co games and television. In closing. she
urged the audience not to “take the casy way out
because we re tired. because none of us are as tired as

our grandmothers were.”

Willie Epps, Ph.D.

Director. Head Start Program

Southern lllinois University at Edwardsville

Dr. Epps spoke about the integral role of educators in
the partnership with parents and families. health
professionals, and community resource people.
Collaboration, he said. enables educators to interact
effectivelv with individuals, families. groups, and
communities to enhance awareness of proble ms.
promote appropriate action. and advocate solut:ons.
He talked about the need to establish goals. which he
defined as simply dreams with a timeframe, sucn as
President Bush's goals for the vear 2000. The educator’s
goals must maximize the physical. emotional. and social
well-being of children. A compromise in any of these
areas might atfect children’s abilitv and willingness to
learn. Realization of goals. said Dr. Epps. requires
educatorsto use knowledge and skills effectivelyin these

three roles: (1) assessor. (2) advocate. and (3) promoter.

steAlthy (ilaven “TEACY T Taam
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Dr. Eppselaborated that.although formal mecha-
nisms such as screening activities and programs help
educators assess children’s needs. these mechanisms
shouldn't replace the daily monitoring of children’s
behavior and actions. By observing behavior. attitude.
and/or svmptoms in daily interaction with children.
educators can begin to understand the physical. emo-
tional. and social risk factors that have a negative impact
on children’s health. Theyv then can address actual or
potential needs by communicating their knowledge
about children’s patterns of growth and development
to other members of the partnership—families. com-
munity resource people. health professionais—to rein-
force behavior (if healthv) orintervene (if unhealthv).
In the role of assessor. educators must negotiate. con-
sult. and refer. Thev must work with outside health
professionals to gain knowledge and skills so that fami-
lies and schools can replace unhealthy lifestvles with
healthv ones.

As advocates. educators intiuence the way the
communitv views and responds to the goal of making
children healthy. In this role also. Dr. Epps noted that
strong collaboration with other partners—legislators.
civic leaders, corporate officers. and community lead-

ers—is crucial. For example. noting that Head Startcan

“The message needs to ring clear that
(1) society is in danger when
children’s health is at stake, (2)
children’s health and learning go
hand in hand, and (3) proper
resources must be allocated to ensure
the health of children.”
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be replicated anvwhere and that Head Start makes
children ready to learn. Dr. Epps stressed the fact that
public schools are not vet readv to receive Head Start
graduates. Public schools need to collaborate with the
local Head Start programs. The message needs to ring
clearthat (1) societvisin danger when children’shealth
is at stake. (2) children’s health and learning go hand
in hand. and (3) proper resources must be allocated to
ensure the health of children.

As positive role models. educators must promote
a healthv lifestvie by showing nutritious eating patterns,
participating in exercise and fitness, practicing stress
management techniques. and eliminating substance
abuse. Finallv. educators must promote comprehen-
sive school-based health programs as feasible and cost-
effective. In closing, Dr. Epps reminded the audience
that healthy children are the product of instituted and
sustained change. “Only through health,” he said, “can
children learn.”

Robert G. Harmon, M.D., M.P.H.
Administrator. Health Rusowrces and Services
Administration
[".S. Public Health Service
It is important to get children healthy and ready to
learn cach vear. in 2nd grade as well as 12th grade.
began Dr. Harmon. His presentation focused on the
role of health care professionals in making children
healthv, the problems they face. and characteristics of
successful collaborations. He noted the multitude of
problems that concern heaith care professionals: low
birth weights. infant mortality rates. immunization.
and environmental contaminants. To address these
problems. he said. communities need partnerships of
all kinds: between the public and private sectors:
between various professionals such as psychiatrists.
social service workers, and family physicians, etc.: and
between parentsand all othersin the partnership. The
family environment is the most significant factor in
providing for chi.dren’s health. said Mr. Harmon.
hecause. “while social service systems fluctuate. the
family is constant.” The family profits from successtul

collaboration. Among the criteria for evaluating
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“The family environment is the most
significant factor in providing for
children’s health . . . because, ‘while
social service systems fluctuate, the
family is constant.’”

programs is the ability of health professionals to
(1) understand the development needs of infants.
children. teenagers. and families. (2) provide family-
centered care. (3) provide emotional support to
families. (4) understand and appreciate that families
have different methods of coping, (3) accessa deliverv
svstem that is responsive to parents. (6) be culturally
competent. (7) understand and honor racial. ethnic.
and cultural differences among families. and (8) respect

beliefs, attitudes. and talents of familv members.

Charles P. LaVallee

Executive Director

Caring Program for Children

Western Pennsylvania Caring Foundation. Inc.

The Caring Program for Children is a Blue Cross and
Blue Shield program that acts in partnership with the
community to provide free primary health care to
children living in poverty. The program operates on
the premise thatchildren won't be readvtolearn if they
are not healthv. and the program's overall goal is to
empower parents. Therefore. a key feature of this
programis that each participantreceivesamedical card
so that no one knows he or she is in need. and
confidentiality and family dignity is thereby protected.

The program works because the burden is shared

125

between the physician who provides care in the hospital
and Blue Crossand Blue Shield. which matchesexpenses.
Empowerment of people in this wav and building of
partnershipsare keyto thesuccessofthis type of program.

One of the problems society faces. said Mr.
LaVallee. relatesto the “knowledge gap“about the large
number of people who lack health care insurance. A
strategy for combatting the problem of the uninsured is
to promote community fundraising programs that keep
funds in that particular community. The strategy works
with the help of community leaders and mobilization of
power bases. because people are attracted to projects
designed to keep moneyat home. Mr. LaVallee stressed
the need to form partnerships with hospitals.legislative
staff. and community leaders. among others. He also
emphasized the need to work with both the media and
members of these partnershipsto find peoplein need in
the community. He cited some examples. In one case,
WIC workers. school nurses, and hospitals ciscovered
people in need. In another case, the media used an
identifiable figure—television's Mr. Rogers—to iden-
tify thousands of needy children.

Poverty health care needsare an important priority.
To underscore this importance. Mr. LaVallee posed a
situation in which chronically ill children of deceased
parents lose their eligibility for medical assistance once
their social securityincome runsout. Mr. LaValleerecom-

mended dramatizing such situations through the media.
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SPECIAL ISSUES THAT IMPACT CHILDREN AND
FAMILIES: SUBSTANCE ABUSE, HIV, AND
VIOLENCE

Moderator Bill Modzeleski of the Department of
Education’s Office of Drug Planning and Outreach
called this panel one of the most important at the
Conference. Hestressed the relevance of the issues that
would be discussed by the panelists. noting that these
issues will touch the overwhelming majority of Ameri-
can children and adolescents before thev graduate
from high school. Substance (drug. alcohol. and to-
bacco) abuse. HIV and AIDS. and violence affect our
families and communities without regard to race. re-

gion, or income level.

Beverly Coleman-Miller, M.D.

President

The BCM Group, Inc.

Dr. Coleman-Miller spoke about the impact of violence
on children. which she has observed in more than 25
vears’ experience in the medical field. She cited the
horrendous statistics for deaths. shootings. and stab-
bings. then pointed out that these figures account onlv
for reported incidents. The growing acceptance of
violence in the streetsasa partoflifeis. according to Dr.
Coleman-Miller. the single biggest problem that must
be overcome in putting an end to violence. “The
United States understands that children who witness
violence are different from children who don’t.” she
said. citing the special educational and counseling
programs that were launched for children during last
vear's Gulf War. No such programs exist for children
whowitnessstreetviolence onadailv basis. Dr. Coleman-
Miller expressed her beliet that the time for studving
the etfects of violence on children is past: now we must
work to eliminate violence. She reminded the audience
that violence affects all of us. Children who witness
violence atan carlvage grow up believing that violence

is an acceptable wav to deal with contflict. and the cvcle
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is repeated in the next generation. The strain on the
medical svstem also affects evervone. When hospitals
and trauma centers are forced to fold under the pres-
sure of providing free medical care to indigent patients
who have been shot or stabbed. the result is fewer
hospitals and trauma centers available to all. Dr.
Coleman-Miller closed the session with an invitation to
her workshop session. where she would discuss inter-

vention strategies.

Dr. Wendy Baldwin

Deputy Director

National Institute of Child Health and Human
Development

Dr. Baldwin discussed the social effects of pediatric and
adolescent AIDS cases. Dr. Baldwin emphasized that in
pediatric AIDS cases. we must consider familieswith AIDS,
notjust children with AIDS. More than 3.400 children in
the United States are known to have AIDS. and because
full-blown AIDSisthe endstage of the disease. the number
of children who are HIV-infected is assumed to be much
larger. Current estimates place the number of infected
children between 10.000 and 20.000. AIDS is the ninth
leading cause of death for children in the general popu-
lation and the sixth leading cause of death for African-

American children. AIDS affects minorities and the poor

“AIDS is the ninth leading cause of
death for children in the general
population and the sixth leading

cause of death for African-American
children.”
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disproportionatelv. often striking individuals and families
least equipped to deal with the resulting pressures.

Children contract AIDS in one of two ways: theyare
born to an infected mother or they receive a contami-
nated blocd transfusion. In most cases. atleast one parent
already has the disease. Often, the family has a history of
substance abuse, and many children with AIDS are mem-
bers of unstable or single-parent families. Poverty is
another problem that frequently affects AIDS families.
Many HIV-positive children are wards of the State and are
therefore denied access to the state-of-the-art treatments
that are available only in clinical trials.

The stigmaattached to AIDS because oritsroutes of
transmission (intravenous drug use oi unprotected inter-
course) can lead to grave consequences for children who
are diagnosed with the disease. In some cases. parents
have hidden the child’s condition and have refused to
seek medical weatment for the child. An HIV-positve
diagnosis has in some cases led parents to abandon their
children. When children become infected through con-
taminated blood transfusions, the stigma. emotional pain.
and financial strain of this new disease often compound
the worries of the medical condition that required the
transfusion in the first place.

Adolescents constitute a significant risk group,
especially those who lack the supervision and guidance
that a strong family provides. Unprotected sex and
drug use remain the two biggestrisks for HIV transmis-
sion among teenagers. Dr. Baldwin said that. while
parenting skills did not require extra work in quieter
times, parents must devote added attention and effort
to rearing children in this turbulent era. “Families are
the basic socializing unit for children,” she said, as she
underscored the importance of teaching children self-

esteem and discipline early in life.

Millie Waterman
Interim Chairman

National Parent/Teacher Association (PTA) Health and
Welfare Commission

Ms. Waterman presented the PTA'sapproach to address-

ing the critical problems of substance abuse. AIDS, and

violence. Atthe heartofallits policiesisthe PTA's 95-vear-

old tradition of support for parent involvement. The
National PTA is working to achieve three major goals in
conjunction with the President’s six National Education
Goals: (1) to design and implement comprehensive
parent involvement programs in schools across the coun-
trv, (2) to identifvand eliminate the risks to children. and
(8) to use the schools as a delivery point for counseling,
nutrition, and health programs.

On the topic of substance abuse. PTA advocates
a "no use” policy designed to eliminate the mixed
messages children receive about drugs, alcohol. and
tobacco. Although the use of illicit drugs (such as
cocaine and marijuana) has declined over the past
decade. the use of alcohol and tobacco has increased.
To be successful. Ms. Waterman said. drug use
prevention programs must discourage the use of all
drugs and must be supported by the entire community.
Not onlv children but also parents must be educated
about drug use. PTA is the recipient of a grant from
General Telephone and Electronics. Inc. (GTE), fora
program called "Common Sense.” which targets
children between the ages of 8 and 12. This program
is based on three components: (1) building strong
bonds between children and families, (2) setting limits
and -ules for children. and (3) serving as good role

models for children. PTA also calls for an end to

“At the heart of all its policies is the
PTA’s 95-year-old tradition of support
for parent involvement.”

ot
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television advertising for beer: this advertising is most
often aired during sporting events. which are watched
by thousands of children who get the impression that,
in Ms. Waterman’s words. “beer time is party time.”

On the subject of AIDS, PTA hasbegun a program
called “"AIDS Education in the Home and at School”
with a grant from the CDC. PTA urges all boards of
education to establish policies on the school placement
of children with AIDS and on AIDS education in health
and hvgiene classes. PTA advocates sexual abstinence
as the bestwav to prevent the spread of AIDS among the
teenage population.

PTA also recognizes the many forms violence takes
in oursocietv. Corporal punishment. or beating children
asameansof discipline. islegal in 28 States. The National
PTA promotes banning corporal punishment across the
counrv. Television violence is another area of concern.
The National PTA also works to reduce the violence that

gangs and child abuse inflict upon our children.

Mark L. Rosenberg, M.D., M.P.P.
Director, Division of Injury Control
National Center for Environmental Health and

Injury Control
Centers for Disease Control
This presentation on the public health approach to
violence prevention closed the session. Like Dr.
Coleman-Miller. the opening speaker. Dr. Rosenberg
stressed that the time for action has come. The solu-
tion to violence in Americaisn’t buving guns. installing
home alarm systems. or putting metal detectors in the
schools: rather, it is preventing violence in the first
place.

Although the popular conception of CDC has to
dowith discases such as AIDS and toxicshock syndrome.
CDC’s prevention philosophy is no less applicable to
violence. According to Dr. Rosenberg, “accident™ is a
word that has been removed from the CDC vocabulary
because it implies that injurv is unavoidable. On the
contrarv. he said.violenceis prevenrable using the same
stepsthatresearchersfollowin epidemiological (disease
control) studies. First. the reports of violence and
intentional injuries are studied to determine recurrent

patterns.  Next, researchers work to design possible
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interventions that would preventsuch incidents. These
interventions are then tested to determine which are
most effective.

Dr. Rosenberg emphasized the prevention aspect
of CDC's approach. Unlike police officers and other
law enforcement professionals. public health profes-
sionals can getinvolved before the harmisdone. Public
health officials also have access to a broader range of
incidents. because u..like police. thev can work on cases
where no criminal activity is involved. As part of CDC’s
prevention efforts. Director Bill Roper recently an-
nounced his intent to begin a National Center for

Violence and Injury Prevention at CDC.

Panel 3A ' —_— .

DISABILITIES

Moderator Vernon N. Houck, M.D.. Director of the Na-
tional Center for Environmental Health and Injury Con-
trol at the Centers for Disease Control, began this discus-
sion by contrasting recent progress in eliminating dis-
eases. such as polio paralysis. rubella. and cerebral palsy.
with the need to reduce the causes of developmental
dis~bilities in children. Prevention of the diseases was
successful, he stated. because the cause in each case was
identified. However. learning disabilities such as those
related to childhood lead exposure are not vet prevent-
able because lead poisoning and its sources often cannot
be pinpointed. In their discussion of lead poisoning,
mental retardation. fetal alcoho! ssndrome (FAS) and
fetal alcohol effects (FAE), Dr. Houck and the panel
speakers delivered a common message: although it is
costly to remove pollutants and take preentive measures
to combat other disabilities. “the cost of doing nothing is
far more than the cost of finding interventions and apply-
ing them.” The speakers emphasized education and
prevention. wherever possible. When preventon is not
possible. quick intervention and diagnosis are needed.
Equally important is research to determine the causes of

disabilities if they are not completely understood.




Sue Binder, M.D.

Chief, Lead Poisoning Prevention Branch

Centers for Disease Control

According to Dr. Binder, childhood lead poisoning is
anancient problem. The Romansdiscovered the sweet-
nessoflead saltsand used themin alcohol. Today, water
and soil have more lead in them than we think, and lead
isstill found in paint. Asaresult, children ingest lead as
part of their normal hand-to-mouth activity. Although
lead-based paint was federally banned in the 1920s and
1930s, it is still used from time to time. In the 1940s.
several cases of lead poisoning manifested symptoms
like inflammation of the brain. inabilitv to walk and talk.
and—in the worse cases—death. The Bvers and Lord
study followed 20 6- to 11-vear-olds with problems sus-
pected to be caused by lead poisoning. Theresearchers
found that the children’s intelligence quotient (IQ)
wasaverage, but theydid poorlyin school. The children
appeared to be smart, but thev did not learn. In the

1970s. the Needleman studv examined lead exposure in

children who did not display symptoms by measuring
lead levels in their teeth. The findings revealed a
positive correlation between high lead levels in teeth
and teachers’ evaluation of distractibility and other
academic performance characteristics. Children with
high lead levels had lower IQs (by 4 points) and did not
perform as well as those with lower lead levels. The
Needleman study followed these children for 11 vears
(through high school). The followup findings showed
that, although these children displayed basically nor-
mal IQs, they performed below normal and had high
dropout rates and ahsenteeism.

The tragedy is that these problems of lead expo-
sure are preventable. However, according to Dr. Binder.
“Unitil the 1970s. people were not concerned with lead
exposure unless they displaved symptoms.” At that
time, 40 micrograms of lead per deciliter was consid-
ered to be a problem. In 1991, the Surgeon General
considered 10 micrograms per deciliter to be a prob-
lem. “The bad news.” said Dr. Binder, “is that we
worrvabout lead levels thatare lower and lower, but the
good newsis that we are finding the average blood lead
level to be dramatically declining.” The reason for this
decline can be attributed to lower lead in gasoline and
stricter laws by the Environmental Protection Agency
that result in reduced lead levels in blood. We have
reduced these environmental sources.

However, the major sources of lead still are lead-
based paint, paint-contaminated dust. and debris from
window wells that children ingest in normal hand-to-
mouth activitv. Older homes that have undergone
renovation are a particular problem. The Department
of Housing and Urban Development estimated that, in
1980, 74 percent of homes still contained some lead-
based paints. In November 1990. Herbert Needleman
spcarheaded a plan with a program agenda that called
for an increase in the number of prevention activities
and programs. an increase in the abatement of paints
and lead poisoning. and an increasc in the surveillance
of elevated blood levels in children. This agenda has
resulted in increased funding dollars and increased
efforts to promote partnerships in the private sector

and foundation support. among others.
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Craig T. Ramey, Ph.D. '

Director

Civitan International Research Center

Dr. Rameyv described the “rapidlv changing landscape™
tor children with disabilities. particularly mental retar-
dation. associety stands on the threshold to mount new
research o1 programs to treat and prevent these dis-
abilities. Mental retardation. he said. represents 75
percent of all disabilities and is predictable: it is not
randomlyv distributed. The poor are at a much greater
risk for mental retardation than other populations.
Perhaps 25 percent of individuals that fall below the
povert line are at an elevated risk for mental retarda-
tion that lasts over more than one generation. Mothers
with an IQlower than 70 arce also atgreater risk of having
mentally retarded children.

Mental retardation is caused by factors such as
poor health care and systemic mild insults. Sevent-five
percent of mental retardation fall in the mid-range (1Q
of 35 1o 70). "The notion that mental retardation is a
permanent characteristic of a person.” said Ramev, “has
been challenged by longitudinal and ethnographic
research. ... Treatmentof mild mental retardation has
been svnonvmous with education and the provision of
rehabilitative environments.”

Recent research in menal retardation has shown
that low-birthweight and premacure infants are born into
a “double jeopardy” sitnation because thev were born not
onlv with low birth weight and premature. but in dispro-
portionate percentages to disadvantaged families, These
children did reladvelv well when thev received intensive
home treatment with individual care and a vocational
curriculum with a verv good teacher-tochild ratio. This
treatment and development program. which is atfiliated
with several universities. was implemented in eight pro-
gram sites across the counuvy. In most cases. significant
improvements occurred when kev components were fol-
lowed: interventon. followup. surveillance. referrals, and
home visits. In this studv. followup was more extensive
than in manv other similar intervention studies. Across
the board. those in the more intensive intervention group
were at an advantage. The frequency of mental retarda-

tion decreased in direct proportion to the amount of
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intervention received. The followupof children (through
age 12) showed high risk children had an IQ of below 85
(borderline intelligence). For those mentaliv retarded
children who received earlvintervention. only 28 percent
repeaced at least one grade by age 12, Without early
intervention, 33 percent repeated at lezst one grade by

age 12,

Ann Streissguth, Ph.D.
L irector, Fetal Alcohol and Drug Unit and Pregnancy and
Health Studies

University of Washington
Children afflicted with FAE and FAS are unable to reach
their full potendal due to prenatal alcohol exposure,
according to Dr. Streissguth.  These voungsters have
normalintelliigence butcan't getittogether.” Thevoften
suffer trom distractibility, attention deficit disorder. and
the lack of abilitv to focus on important issues. However,
FAS. she empliasized. is totallv preventable. “It's one
thing to pre are children for school.” she said. “butit’sa
bigresponsibility to ensure thateach child beginslife inan
alcoholree environment.”

FAS deprives children of reaching their potential
justas surelv as birth defects do. However, birth defects
are observable. For example. children exposed to

thalidomide have noticeable physical defects. FAS. by

"FAS deprives children of reaching
their potential just as surely as birth
defects do.”




contrast. isa hidden disability. Because ethanol crosses
the placenta freely. in minutes the blood level of the
fetus is the same as that of the mother. Symptoms of
FAS include (1) prenatal and postnatal growth defi-
ciency. (2) a pattern of malformation in terms of facial
features (large distance between eves. thin upper lip,
and flat midface) and brain composition. and (3) cen-
tral nervous svstem dyvsfunction. The misconception is
that all children with FAS are mentally retarded. In
realitv. only 30 percentare retarded; many with FASare
horderline intelligent. However. all children with FAS
are dvsfunctional. “IQ is not the factor that determines
how well a person functions. " affirmed Dr. Streissguth.
“underlving brain damage is.”

Dr. Streissguth stated that victims of FAS are at
high risk (manv are involved in crime). and the long-
term consequences of the problem need to be under-
stood.  She brought attention to the severity and
magnitude of FAS and FAE and stressed the need for
education and early intervention. She has received
many leuters from parents—one of which she read
aloud—stating. in effect. that our system fails these
children. Dr. Streissguth advocated (1) public educa-
tion. (2) professional training, and (3) professional
services. People need education about the risks associ-
ated with social drinking during pregnancy (i.e.. there
is no known safe level of alcohol exposure during
pregnancv). Specificallv. Streissguth recommended
(1) improved diagnosis of FAS and FAE and (2) design
of special programs for children with these problemsso
that thev can find productive places in societv and are
aot failed bv societyv. She acknowledged that manv
people simplv don’t recognize the difference between
brain damage (an effect of FAS and FAE) and reterda-
tion. She emphasized the need to diagnose voung
children. adolescents. and voung adults. Without a
successful diagnosis. she said. these children remain in

an environment that offers no help for them.

Panel 3B

EXPLORING COMPREHENSIVE HEALTH AND
EDUCATION MODELS FOR YOUNG CHILDREN

Moderator Mary Brecht Carpenter of the Commission to
Prevent Infant Mortality introduced the panel members.
The two speakerson this panel presented concreterecom-
mendations for innovative ways toimprove health. educa-

tion. and social services delivery for voung children.

Edward Zigler, Ph.D.
Director. Bush Center in Child Development and

Policy Study
Yale University
Dr. Zigler. a self-described "Congressional gadfly.” pre-
sented his views on the future of childcare in this
country and outlined his plan for the School of the
Twenty-First Century.

As long ago as 1970, Congress recognized the
need for a national childcare system. In 1971. Congress
passed legislation that would have mandated a national
network of childcare centers. but the bill was vetoed by
then president Nixon. Dr. Zigler stressed that childcare
is now an even more important national priority due to

two particular demographic shifts: (1) the dramatic

“We cannot treat children the way we
are currently treating them in the
childcare setting in America and
expect this to be a great nation.”
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increase in the number of mothers working outside the
homeand (2) the increase in the number of single-parent
families. Todav. 63 percent of mothers with school age
children work outside the home. The figure for moth-
ers of preschool children is 60 percent. Among women
with children less than 1 vear old. 54 percent work
outside the home. Moreover. the Department of Labor
estimates that. by the vear 2010, labor shortages will draw
even more mothers into the work force. Today more
than 25 percent of all American children and 30 per-
centofblack children grow up in single-parent families.

Research on the impact of davcare on children.

Dr. Zigler noted. has shown that good davcare is good

for children and bad davcare is bad for children. We

know how to provide good care. but we don't want to
pav what it costs. “The general state of childcare as
experienced by children in this countrv is abysmal,” he
stated. “This country is getting what it pavs for.” The
average annual turnover in childcare facilities is about
10 percent. As manvas 90 percent of dayvcare centersin
the U.S. are completely unregulated. No national
standards exist. and there is wide variation among
States, Lvenwhere standards exist, thevare too lax tobe

of much use. Based on studies recently completed in

California, Dr. Zigler estimated that about one-third of

centers in this countrv are so poorly managed and the
qualitvof care is so low that children are being “seriously
compromised.” He went on to sav, “We cannot treat
children the wayv we are currently treating them in the
childcare setting in America and expect this to be a
great nation.”

Although the 1990 Childcare Block Grant has
been hailed by manv as a victory for childcare reform.
Dr. Zigler expressed doubt that it will have any signifi-
cant positive effect. Seventv-five percent of the funds
allocated to the Block Grant are earmarked for pc.or or
nearly poor families. The middle class. which is equally
in need of good childeare, will see almost no benefit.
and Dr. Zigler expressed his fear that this situation may
lead to backlash against the grant and against childcare
reforms inn general.  He stressed the relationship of
good davcare to achieving the President’s six National

Education Goals. “Five lousv vears of childcare will
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guarantee that thev [children] will show up at school
not ready to learn.”

In Dr. Zigler's opinion. the svstem as it currently
exists does not work and cannot be made to work.
Instead of uving to retrofit the current system. he
proposes awhole new svstem that he calls the School of
the Twenty-First Centurv. The program, as Dr. Zigler

envisions it. will incorporate the following kev features:

* Two systems will exist: first. the formal. 9-month.
8:00 am to 3:00 pm school. and second, the 12-
month. 7:00 am to 9:00 pm school.

* Children will enter the system at the age of three
for full-dav, developmentally appropriate school.
In communities that already have Head Start
programs. Head Start could simplv bz blended
into the svstem: parents with earnings above the

poverty line will pay an enrollment fee.

* Before- and after-school childcare will be pro-

vided for children aged 6 to 12.

lov




* Each family will be assigned a home visitor who
will conduct developmental screening, offer sup-
port to parents. €tc.

* All family davcare programs will be tied in to the
school. which will offer support and periodic

training sessions for childcare providers.

* The school will contain a comprehensive informa-
tion and referral system that can direct families to
appropriate healthandsocialservicesagencies (such

as immunization clinics or night care providers).

Successful pilot programs to build Schools of the
Twentv-First Century already exist in several States.
including Missouri. Connecticut, Colorado. Wyoming,
Texas. Kansas, Idaho. Arkansas, and Mississippi.

Another proposal Dr. Zigler is attempting to
present to Congress is the “Children’s Allowance for
America.” This plan would allow a new parent to
withdraw up to $5,000 from his or her own Social
Security account to allow the parent to stay home or to
help pay for good childcare.

Nancy Van Doren
President, Travelers Companies Foundation
Director, National and Community Affairs Division
The Travelers Companies
Ms. Van Doren spoke on behalf of the Travelers Com-
panies Foundation about the role that businesses and
private organizations can play in securing good care for
children and pregnant women. The Travelers are
headquartered in Hartford. Connecticut—one of the
poorest cities in the country, located in one of the
richest states. Disproportionately large numbers of
children in Hartford are born to teenage mothers. are
underimmunized. and have asthma. attention deficit
disorders. or learning disabilities. All of these condi-
tions are usually preventable. As one of the
organization's social responsibility commiiments. the
Travelersare working to improve the health of <hildren
and the prenatal care of mothers in the greater Hart-
ford area.

When a new children's hospital was proposed for

Hartford. the Travelers commissioned an independent

analyst to conductan evaluation of Hartford's health care
deliveryneeds. The consultant found that, while Hartford
would indeed benefit from having another hospital. it was
even more important to increase availability of primary
and preventive health care for children and expectant
mothers. Ms. Van Doren said that it has been a challenge
to persuade contributors and decisienmakers to redirect
their limited resources from “glamorous,” high-visibility
projects such as new hospitals to more mundane (but
effective) applications such as prenatal and perinatal
health clinics for low-income mothers.

Ms. Van Doren said that she is motivated in her
efforts by a mixture of rage and shame that people in
her community are unable to have even their most basic
needsmet. She urged the audience tolet their rage and
shame move them to actand tosearch for opportunities
to push for the redirection of resources to the places
where they can do the most good. Hartforc has been
successful so far in its drive to reallocate resources from
prisons to schools, and from neonatal intensive care
units to preventive care. Ms. Van Doren emphasized
the importance of preventing health crises rather than

remedying them.

' Panel 4A '

CHILDREN WITH SPECIAL HEALTH CARE NEEDS:
LESSONS LE ARNED

This panel offered valuable insights about setting up
systems that address the problems of children with
special health care needs. The speakers offer three
perspectives—all key to successful programs: (1) par-
ent empowerment, (2) program-level development.
and (3) State-level involvement. The panel was moder-
ated by Rear Admiral Julia R. Plotnick. M.P.H..R.N.C..
who holds the rank of Assistant Surgeon General and is
the Associate Director. Division of Services for Children
with Special Health Care Needs. at the Maternal and
Child Health Bureau.
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Diana Robinson

Parenty Child Advocate

Center for Suceessful Child Development

Ms. Robinson serves as a parent/child advocate at the
Robert Tavlor Communitv—hknown to be the largest
public housing division in the United States—where
she has resided for more than 20 vears. Her video
presenzation highlighted the daily siruggles of a com-
munitv with highlv concentrated and severe poverw
and its associated problems: c¢xtreme overcrowding,

extremelv high infant mortalitv and morbiditv rates.

high incidents of low birtl weight. high percentage of

teenage mothers. and high rates of violence. The
communitv i~ further crippled by threatened familv
unitv: psvchological and physical wbsence of tathers:
anger. depression. and despair: and social isolation.

Ms. Robinson’s determination to help herself and
fellow communite members led to her advocacy work on
the Beethoven Project at the Center for Successtul Child
Development. The Center provides communin-based
services that address the health. education. and social
needs of the communinv. The Center’s philosophy is
based on two beliefs: that each individual has the ability
toachieve and be independentand in controlofhisor her
life. and that strong familv relationships are important.
Services are tailored to the needs of individual families. in
a npe of holistic service plan.

Instead of focusing on the barriers to improving
communiry life. said Ms. Robinson. the Center builds on
commumitystrengthsto dealwith the problems. From her
experience at the Center, Ms. Robinson shared two basic
problemsand approachestosolving then. (1) Economic
entrapment and isolation leads to a month-to-month
struggle to meet basic needs. Toaddressthis problem. the
Center ofters ongoing emploviment training. counseling,
and referrals. The Center also provides other tools to
make life casier and help people to help themselves.
Project stalt are empathetic cather than svmpathetic, and
support groups abound. (2) Educational opportunity is
lacking in the communin. Project staft help parents to
hecome better persons as well as better parents. The
Centerrecognizes that parentswhoteel powerlessand /or

inadequate as parents don’t read to children.  Staft
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members stress the importance of reading to their
children and other approaches parents can use to
foster school success. The staff encourage strong
parent-child relationships and emphasize taking pride
in the child’s academic achievement.

Finally, parentsare taught tobecome accountable
and take an active role in their children’s lives and in
their community. Said Ms. Robinson. “Healthyv parents
readv to learn will provide us with healthv children
readv to learn.”

Polly Arango

New Mexico Parerits Reaching Out

Governor's Task Force on Children, Youth, and Families
New Mexico Children’s Continuum

Ms. Arango imtroduced her audience to New Mexico
from the vi»wpointof New Mexico's parents of children
with special health care needs who have been working
to improve the State’s medicaland educational svstems.
While New Mexico isaState of great phvsical beautvand

diversitv. it also faces many challenges:

* Oneofseven New Mexico children livesin poverty.

* New Mexico ranks 31st in the Nation in the per-

centage of women receiving prenatal care.
* The State’s teen suicide rate is dismal.

Therefore. New Mexico's families have arranged
to make the lives of their children better, one familvand
one issue at a time.

Ms. Arango became involved as an advocate when
she and her family learned that their voungest son.
Nick. has cerebral palsv and developmental delavs. As
with many middle-class families. the Arangos discov-
cred that few avenues existed to assist them as thev
struggled to pav Nick's medical and preschool bitls. For
example. although Nick was adopted. his adoption
ocenrred before the emergence of adoption subsidies.
Nick isan American Indian, but his birth parents chose
not to enroll him in the tribe. i decision honored bv
Nick’s adoptive family, As a result. Nick is not eligible
for services through Indian Health Service or the Bu-

reau of Indian Affairs. Because thev were decidedly
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middle class. the Arangos could not meetincome guide-
lines for the State’s crippled children program.

To deal with her frustration. Ms. Arango joined
with other parents to found a statewide organization
called Parents Reaching Out (PRO) for any and all
families with children who have chronic conditions.
disabilities. or illnesses of any kind. Twelve vears later.
PRO has 500 members who are from every part of the
State and every ethnic background and who have chil-
dren with many challenges. Many of PRO's members
are the professionals. friends. and relations of families
who have children with special health needs.

PRO began as an organization to provide peer
support and information to families. and this function
continues to be the heart and soul of its efforts today.
However. PRO’s parents soon tackled bigger issues
such as writing the legislation that created a Compre-
hensive High Risk Insurance Pool for New Mexico. The
list of issues they have addressed goes on and on. The
following elements have contributed to their success in
changing the system:

% Ordinary parents have united to form a common
bond.

* Theyv have forged strong partnershipswith health.

education. and other professionals.

% One parent usually has risen to the forefront as a

svmbol of the movement.

* Public and private agencies have supported the
campaigns with technical assistance and in-kind
contributionsasawavof enlightening and educat-
ing the public.

* At least one policvmaker who is willing to “bleed

and die” for the issue has become involved.

% The highly visible work and people are supported
by a broad-based grass-roots community of fami-

hes and professionals who volunteer at home.

% Evervone remembers the bottom line: improving
the health of children and ensuring that their fami-

lies can raise them with dignity. respect. and love.

Beverly McConnell

Director. Parent Participation Program

(_Jhildrm s Special Health Care Services

Michigan Department of Public Health

When Ms. McConnell's child required an oxvgen tank.
she had to learn about health care svstems and how to
make themwork. Because of her experience, McConneil
was hired by the Michigan Department of Public Health
to work on a peer level with “weightv™ issues for a newly
created parent participation program. The program.
born out of decentralization at the State level, needed
more parent involvement at the local level. Ms.
McConnell described the initial ambivalence of one
supervisor whodid notunderstand the need for parent
involve mentat the State level. However,asthe program
gained wide acceptance, she gained this person’s
full support.

Ms. McConnell's job was to build relationships:
create task forces; make approvals; and set policies for
hospitals. physicians. and Fume health services. She is
proud of the fact that all hospitals in her State now need
parent advisory committees and parent staff. She stressed
the benefits gained from building relationships among
parents, community, and government: the establishment
of enormous power bases that took action when funding

cuts were threatened. Thev influenced senators so that

“Families have both an immediate
vested interest to get things changed
and the freedom to act. ...”
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